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This second volume of the 19 81 Beport of the Select 
P^el for the Promotion of Child Health presents an examination of 
tSjEslikcted federal programs affecting maternal and child health and 
^ixQpoiises detailed reccmaendations for federal legislative, 
X4^^ntlatory, and other administrative improvements. Five federal 
jprcgrams, identified by the panel as having a particular positive 
ii^&ct on maternal and child health, are reported- These programs are 
^11,% i of -t'ae Social Security Act: Medicaid and EPSDT (Early and 
iPe^ribdic Screening, Diagnosis, and Treatment) : trie (Special 
'^^V^lf^leaen^al food Program for women. Infants and Childreni ; Public 
iat»; 9ft*1*2 CEducation for Bandicapped Children Act); and 
Coakraity Mental Health Centers ad Service Systems. The analysis of 
.^•dhprograa includes a suaaary of major recommendations, a brief 
N^^hriptios cf the program (including an evaluation of its strengths 
attdf:«e&knesses) r and a pleo:^ which includes specific recommendations 
^r - program improvements. The histories, purposes and accomplishments 
ic^^^ll) additional pro which play an important role in the 

li^tiiverj of health and health-related services are also briefly 
•i^iwrxibed- A full list of federal programs directly or indirectly 
^^iated to aaternal and child health is listed in Appendix A. 
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Hbaorable Patricia R. Harris 
Secre * '^ry 

Deparramc of Health and Human Services 
Honorable Edwrd M. Kennedy 

Chairman, Subcommittee on Health and Scientific Research 
Senate Committee on. Labor and Human Resources 

Honorable Henry A. Waxman 

Chairman, Subcommittee on Health and the Environment 
House Committee on Interstate and Foreign Comerce 

Secretary Harris, Senator Kennedy, and Congressman Waxman: 

I am proud to transmit to you the report of the Select Panel 
for the Promotion of Child Health, in accordance with Public Law 
95-626 which created the Panel* 

The 17 members of the Panel and our staff have devoted an 
extraordinary amount of time, energy, and — we — wisdom to our 
task* Our commitment has reflected how serlonMi^xy iPe have all come 
to take the opportunity offered us by the breadth &£ the mandate 
Cansr^M' assigned to us«^ The chance to design the foundations of a 
national effort to Improve the health of our children has infused 
our work with excitement and zest* It has also permitted us to 
moblllxe the contributions of hundreds of individuals and 
organizations throughout the country, engaged In large ways and 

In uxiderstandlng and serving the health needs of this 
country's children and families. The Panel, and the Nation, are 
profoundly In their debt. 

He were impressed with the richness and diversity of available 
talent, coi^petence and commitment, reflected in the accomplishments 
of A great variety of public programs and private efforts In 
communities throughout the country. We also became starkly aware 
of the extent of the unsolved probleias that reoiain* 

Our recommendations reflect a hardbeaded analysis of serious 
unmet needs In child and maternal health, a recognition of past 
successes and future opportunities for effectively meetlxig these 
OA^ds, careful consideration of the weaknesses and strengths of 
current Fe der al prog rams and policies, and a sober and pragmatic 
assessment of the capacity of our institutions to provide parents, 
prof esslooaXs, and others working to Improve chlld^ health with the 
selentifle, fina nc i a l, And organizational support they need. 

HI 



Booorabl* VMrlela R. Harris 
Boaorabla IdMrd M. Kmaedy 
Booormbla Banvy A. WaxMa 
PaS« TWO 



VoloM X of our reporc presancs our aajor findings and 
kClooa. 



VolttM II coatalna apaciflc raeo— an daclona for improving five 
major Fadaral programs with significant lapact on child health: 



— Title V of the Social Security Act 

— The Special Supplemental Food Program for Women. Infants anc 
Children 

P.I,, 94-142: The Education for All Handicapped Children Act 

— Medicaid and EFSDT 
Ley Mental Health Centers and Services Systems 



Volume III consists of vhat we helleve to be the most 
comprehensive compilation of data on child health in the U.S. yet 
to be published • 

We also submit a collection of background papers, listed at the 
e«id of Volume I, lAlch were prepared for the Panel, and which we 
believe will be extremely useful to those who wish to become 
familiar In greater depth with selected aspects of the Issues we 
have analysed. 

Some of our recooaendatlons should be acted on Imaedlately- 
Others are designed to be considered and Implemented over a period 
of years* All of our reco«endatlons are practical, and as 
specific and concrete as we have been able to make them. 



The goals we set out encompass an extremely broad sweep of 
issues. In accordance with our congressional mandate we have 
addreased and analysed Issues and policies pertainlnfc. to the 
physical environment, health behavior, health services organization 
and financing, and health research. We did not try to jjo beyond 
these, although we are fully aware that other aspects of the social 



environment exercise s powerful influence on health. It is true 



that if we could elimclnate poverty and racism in this country, it 
hlRh quslity preschool programs and community supports for families 
were more available, if teachers and schools were more effective, 
if we had full employment and every young person could look forward 
to productive work, our health indicators would improve 
significantly- Nevertheless, we have not focused on these Issues, 
both because they are outside the Panel's mandate, and because we 
wish to help direct public attontlon to the extensive opportunities 
to improve child health by improving health policies and programs. 
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Til* rmoml h^m «sk«d m to call your attencloa t** an addltiotuil 
problM iM faced 1a daf Inltug our aaadata* Am you knov» the 
l^S^sl^^oa that eatebllahed the Panel aaked ua to look at the 
health of "ehlldren and expectaut «otbera.** Child health la 
ohrtcmmXy Inaepermble froa Mteroal health. The health of the 
■other durles presnancy la unqueatlonably a aajor determinant of 
child heaXth. tat^aua^iMr^ looked beyond purely pfayaloloslcal f actora 
In child health, wa found that our concema mat Include fathera aa 

nothera, both In relation to their role In the dedalon to 
«>«"celire a child » and to their continuing role In providing 
mMTt:txrmoom^ aupport, protect lon» and guidance to their children aa 
they grov. Rot only la the family the primary unit for the 
delivery of health aervlcea to Infanca and children^ but the family 
environment la probably the greateat Influence on a child* a 
health. Ifa wlah to be clear that our uae of the term "maternal and 
child health,* when wa deacrlbe and analyxe both needa and 
interventional la In no ifay laconalatent vlth our convj.ctlon that 
fathera aa wall aa mothera are central to ralalng healthy children. 

Ve are grateful for the opportunity you have given ua to engage 
in thla work, and thank you for the help and aupport ve have 
i^ecelvod from you and your aaaociatea in the courae of our 
dellberetlonn. He truat that the value of our efforta will prove 
to heve Juatlfied the invnatment that the American public haa made 
im the creation of thla report. 

I am aure you ahare with ua the conviction that public policy* 
no matter how well conceived and carried out, can contribute only 
Modeatly to the vigor, grnce, and Joy we wish to aee in our 
children* a Uvea. But aa our report makea clear, public policy and 
programa can mean the crucial difference, eapeclally in the Uvea 
of the moat vulnerable of our children. 

Ve hope moat profoundly that thla report will contribute to 
shaping public policy in waya that will help all American famlliea 
and c o mmn nlrtea to protect and promote the health of all of our 
nation* a children. 



BeapectfuUy and aincerelv yours. 



Uabeth Bamberger Schorr 
Chairperaon 
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Volume II 

Analysis And Recommendations 
For Selected Federal Programs 

CHAPTER 1 

OVERVIEW 
AND INTRODUCTION 

in this voliime of the report the Panel presents an examination of 
selected Federal programs affecting maternal and child health and 
proposes detailed recommendations for Federal legislative, regulatory, 
and other administrative improvements. These recommendations are 
aimed primarily at improving State and local program operations^ though 
they involve action by Congress and the Federal executive agencies. 

The Panel had a wide range of Federal programs on which it could 
choose to concentrate its efforts. In making its selection, the Panel took 
into account three factors: the relevance of the program^s mission to 
maternal and chfld health; the program^s impact on the health of children 
or pregnant women; and, most important, the need and opportunity for 
programmatic change, either because the program is not operating at its 
full potential or because modifications in it would permit major advances 
toward the national health objectives the P^dl had identified. Based on 
these considerations, the Panel elected to focus its attention on the 
following five Federal pr o gr a ms: 

• Title V: Fnactrd in 1935, Title V of the Social Securi^ Act is the 
only Federal pxrogram c<mcemed exclusively with the health of 
mothers and children. It provides Federal suppcfTt to States to 
enhance their ability to "promote, improve, and deliver^ maternal 
and child health care and crippled children's sendees, particularly 
in rural and poor areas. As part of their efforts. States currently 
are required to operate a "program of projects^ in five areas: 
maternity and infant care, intensive infant care, family planning, 
care for children and youth, and dental care for children in low- 
income areas. The State and local programs supported by Title V 
have contributed significantly to inqxrovements in matonal and 
child health over the past 45 years, including the decline in infant 
and maternal mortality and the reduction of disability in handi- 
capped dnldren. 
^ Afcdica/d and £PSZ>T. Medicaid was created in 196 

of the Social Security Act to reduce financial barriers to health 
care for the poor. A State-administered medical assistance 
program. Medicaid reimburses providers for covered services 
delivered to eligible beneficiaries. Since 1967, States have been 

1 
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required to provide early and periodic scre ening , diagnons, and 
treatment (EPSDT) as a mandatory Medicaid service to miprovc 
the health of low-income children through preventive health 
services. Medicaid has substantially eliminated the finan^ 
barrier to the most costly health care services and its EPSDT 
program has provided access to preventive health services to many 
children who previously had not obtained these services, 

• WTC. In 1972, Congress enacted the Special Siqjplemental Food 
Pipgram for Women, Infants and Children CWIC) as an amcud- 
mc5 to the Child Nutrition Act of 1966. The progra m provi des 
nutritious food and nutrition education to low-income, pregnant, 
postpartum, and lactating women, and to infants and chil^eu to 
5ie ag© of 5 who are at special nutritional risk. In addition, WIC is 
designed to serve as an adjunct to health care; in fact, it is the first 
foodassistance program to tic eUgibility to nutritional need ^d to 
require program sponsors to make health services available to 
thda- participants. Several studies suggest a positive cowdation 
between WIC services and ininroved nutritional and health status. 

• PX. 94-142. In 1975, Congrcsi passed PX. 94-142, the Education 
for All Handicapped Children Act, in i^cs^Kmse to growmg 
recognition by the courts of the rights of handicapped children, 
and the accompanying costs of providing needed services to tton. 
The statute requires that "a ftee appropriate pubUc education be 

made available to aU handicapped children from ages 3 to 21. It 
appUes to all handicapped chfldren rcg^adlcss of the seventy of 
thor disabilities and their famiUes' abiUly to pay for services. A 
basic requirement of the law is the provision of related scrvices-- 
such as physical and speech ther^y, counsehng sCTvw^and 
medical diagnostic services— that a handicapped child nccjte to 
benefit from special education. In 1979, 5.9 milhon children 
received a pubUc education as a result of this law— two or three 
times more than were served prior to its enactment- 
« Commmsity Mental Health Centers and Service Systems. In 
response to the need for a more unified mental health system. 
Congress enacted the Mental Health Systems Act in September 
1980 It will become effective in FY 1982 and will replace the 
Community Mental Healtii Centers (CMHC) Act of 1963, wbKj. 
authorized Federal aid to States to help them construct and staff 
Community Mental Health Centers. The centers nc ' provide a 
dozen different categories of mental health f^^ryices, mcluding 
inpatient, outpatient, consultation and education, and specialized 
services to children. CMHCs offer services to persons who 
traditionally have gone without them; indeed, there has been a 
substantial increase ia the availability of mental health services to 
the indigent and to persons living in low-income areas. ^ 
Despite its concentration on these fivft programs, the Panel » luUy 
aware of the contribution and achievements of the many otiier Federal 
oroerams that provide health care services to children and pregjiant 
w^cn. Among tiicse is a group of 10 programs that has had a particularly 



positive Tmpaft on matrmal and child health. These i n ch ide^ for example, 
the Head Start progia m. Title X famfly planning services^ Communis 
Health Centers^ and ihc various prograris of the C^enters for I>isease 
ContioL Unlbrtimateiy, the Panel v^fsts not able to devote the time it would 
have fiked to scrutinize these jwrogra^^ more closely and to provide the 
type of ind^yth analysis it has for the five programs in chapters 2 through 
6 of this volume. Chapter 7 presents a summary of these programs which^ 
in concert with the five programs discussed in the preceding chapters^ 
comititute the core of pr e sen t Federal commitment to the health care of 
children and pr^nant womeiu 

In addition to the programs that are discussed in detail in chapters 2 
through 6 and tLose reviewed briefly in chapter 7, there are numerous 
other Federal programs that are less directly related to maternal and child 
health, but are important sources of essential health care or related 
j»rviccs* Such programs include the Civilian Health and Medical Program 
of the Uniform Services (CHAMPUS), the National Health Service 
Corps» the Food Stamp program* and the Alcohol and I>rug Abuse 
Education program. Appendix A contains a full listing of Federal 
pr ograms directly or indirectly related to maternal and child health. 

some: general findings 

To enhance its understanding of the achievements and deficiencies of 
Federal maternal and child health pr ogr a ms, the Panel sought the views 
and opinions of State and local program administrators, congressional 
and Federal agency staff members, and academicians. In addition, the 
Pan^ reviewed numerous studies of the programs and asked specifically 
about proya m performance at public hearings in three cities (IDenver, 
Atlanta, and Washington, D.C) and site visits in two more (Jackson, 
Nfiss. and Chicago)- Through this process the Panel gained insight not 
only into the p rograms themselves, but also into the broader policy issues 
in maternal and child health that must be confronted in the coming years. 
While these issues are touched upon in the chapters that follow, they are 
discussed in greater detail volume I of this r cpo r L 

Throughout its 18-month study, the Pan^ found widespread consensus 
about die interventions likely to be efifective, the programs that work w^ 
and the obstacles that ke^ diem firom woddng better, the ways to get the 
most out of the money die Kati<m is already ^>ending» and about 
i nip r r i v emgiits that could be achieved for relatively little more. It also 
found diat a large propcntion of the most troublesome child health 
problems can be prevented or ameliorated at reasonaUe and predictable 
cost by applying loiowledge that is already at hand. 

The Pand studied the problem of du|£cation of services and conclude 
ed, as many critics have, that the number and variety of programs create 
some dupfication of sovices in a particular . area, as well as some 
diq>lication of services to individuals. It found, however, disit the 
duplication problem is less the case of an individual getting the same 
service two or three times, than it is too n any programs operating 
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independently of each other, serving only a fragment of the population 
needing help or offering only limited assistance to people who need a great 

deal of it. j* ■ -u 

A far moic basic problem in the Panel's view is that despite these 
numerous programs, a large number of infants, chfldrcn. adolescents, and 
pregnant women still do not receive essential health care services. Tb^ 
pointis best illustrated by the number of pregnant women— fully 25 
p^cent of the total— who receive late, Uttic, or no prenatal care at aU. And 
Sis percentage is significantly higher among poor, black, adolescent, and 
unmSicd women, those in rural areas, and those over 35— the very 
groups most likely to be at high risk of a poor pregnancy outcome. 
SinSariy, a substantial percentage of handicapped children do not 
acloally receive needed services even though an array of Federal programs 
such as P.L- 94-142, Developmental EHsabiUties, and the Siq>plemental 
Sccaiity Income EHsabled Children's program are designed to help them. 

Ano&er critical concern is that many children and pregnant women 
receive services that either are of poor quaHty or are not part of continumg 
health care. For example, a substantial percentage of the children ehgible 
for the EPSDT program have not actually been screened, or have not 
received screenings that are complete- Moreover, many of the medical 
problems identified through the screenings are not treated. The la<dc of 
continuing care is a particularly acute problem for children from low- 
income^Sniiics. More than 1 8 percent of all children from such famihes 
lai^ a regular source of care compared with less than 6 percent of children 
from families with an annual income of $15,000 or more. As a result, 
children from poor families often receive care from sources that are only 
organized to provide care that is episodic and unnecessarily costly. 

iSefact that pubUc programs have not been more successfiil in 
overcoming these problems is the result of numerous factors, many of 
which are unintended consequences of Federal Ic^slation, regulation, ^d 
administrative policies. The most inq>ortant of these factors are made- 
quate access to health care services, the absence of basic prggram 
Sifoniiation, lack of coordination among programs providmg different 
levels of care and different types of services, and insufficient r^urc^ to 
support even essential maternal and child health services. Each of these 
factors is reviewed brieffy below. 



Tn«4Pip'«*^ Access to Care 

To a large extent, inadequate access to care is caused by gaps in 
eUgibihty for health financing or service programs. There is a widesjM^ad 
but erroneous assumption, for example, that Medicaid has guaranteed the 
poor access to health care. Actually, Medicaid covers only about three- 
quarters of the poor, excluding some 7 milHon chfldren in famihes that are 
poor according to Federal criteria. Medicaid coverage vanes fix>m Stote to 
State, including almost aU poor and near-poor individuals m a few States, 
but only a fraction of them in others. In some States Medicaid covcts only 
about 10 percent of aU poor children and even then pays only about lO 
percent of their medical expenses. 



Even where ddg^ility is not an issue, children often do not receive the 
care they need because essential services are not available. The famili^ of 
handicapped ^lildren falling within the purview of PJL 94-142 know all 
too well the depth of this problem. Although ^ese children are eligible for 
certain health, mental health, and medical evaluation services that are 
necessaxy to benefit from an individualized special education program, 
these services may not be available either from an existing source of care, 
such as a Title V Crippled Children*s program, a Communis Mental 
Health Center, or a local health department* The appropriate program 
may not exist in the area or it simply may not provide the needed service* 

Access to services is also impeded by fragmentation among programs 
and policies. This fragmentation occurs among programs within the health 
care system and between the health care system and equally complex 
delivery ^rstems in the related fidds of social welfare, education, 
corrections, and rehabilitation. Evidence of fragmentation and the 
problems it causes for providers as well as consumers of services was 
encountered frequently in the PaneFs hearings, ate visits, and consulta- 
tions. Consumers participating in both the WIC and EPSDT programs, 
for example, described the amount of work and school time that is lost 
because they must appear at clinics several times in order to receive the 
WIC nutritional assessment, an EPSDT screening, and routine obstetric 
and pediatric care, and appear on other days for treatment services. 
Service providers comment«l on the wasted time and resources. 

The problem of fragmentation has become even more apparent with the 
advent of P.L. 94—142 in the schools, and with other programs such as the 
Developmental Oisabilities program and the Supplemental Security 
Income Disabled Children's program. Under each of these programs, a 
designated agency is required to determine a child's needs and then design 
and carry out an individualized plan for meeting them. Although parental 
participation in the delivery of health and health-related services to 
children with special problems is critically important, too often families 
must sustain the entire burden of locating and coordinating the necessary 
services. This situation can cause a tremendous drain on a family's 
financial resources. There is, therefore, a pressing need to designate an 
individual in the responsible agency to manage each child's case, by 
m^iirfng the appropriate contacts, explaining the problems and services 
needed, and assisting the family in obtaining appropriate services* 

Other ii^oblems exist even where needed services are readily available. 
Sometimes, for instance, children are subject to different individual plans 
at once. This results in not only conflicts and confusion for the child and 
his or her family, but also an unnecessary waste of limited personnel and 
financial resources for those providing services. 



Absence of Adequate Program Infonnatioa 

A second fadcyr concerns the failiue to develop data collection systems 
that would permit program accountabihty to Congress and to the general 
public, and facilitate the identification of necessary program improve- 
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mcnts. Data for these purposes have become even more .^V^^J^ 
fciancial resources for health care services have to ^J^^'^'^^^ 

SSoSnued or increase.! funding now requires documentataon^t ^e 
program has provided services and that the services are 
SSSTof the Federal programs serving cMdren and P^<=S°^1^^^^ 
Sve been deficient in dieir collection of this information. Community 
M«t^eSh Centers, for example, cannot identi^ the services they 
pr^^ to children and the number or agec of the children they s^^^ 
EPSDT only r^tly revised its reporting system to yield basic informa- 
tion about populations served and services rendered. 

InsufficiCTit data is a particularly senous problem the Title V 
pr^^ -Se ^oblem c^ tnuid in part to ^e J^^^ 
S^nd the Federal maternal and child health and <^PP^,^>^^ 
Porting systems and to rely instead upon the National Pubhc HealA 
S^^^RS>orting System OSTPHPRS) and the Bur^u of <^™^^^^ 
iffi^r^«Siniron Reporting Requirements C^pO^ - Nei^ of 
these systems provides tV- information necessary for adequately m<M"tor- 
^2r™e V agencies. Reduction in Federal '^^P^^^'^'lfJ?^ ^ 
^<xSon on mate^ and child health services has led to U^ty in some 
States, even though State authorities usuaUy recognize ^^^^^^'^ 
hit^ to have^ information on needs ^ P''^.^^^'^^^ 
Another reason for inadequate State data coUection of Title V services is 

^^^g '^ob^ can be compounded when various pr^ 
devd^ pa^^ and incompatible data bases to meet Federal accountobil- 
STSSS^nflicting de^tions, classifications, and reportmg ^tego- 
r^^^ brdifferlnt programs can make it almost mip<^ble to 
re^<^rr^eviLt information^d transfer the informaUon needed to 
coordinate services among programs. 



Ladt of Coordination 



The third factor leading to problems in the deUyery o^^^^^^^ 
chfld health services is \h?general lack of structural 

^S^rams, and the fact that no single agency at any level f^JP^^^^ 
SsWonsibiUty and authority for planning and assuring the availabdity 
ofth^^i^ h^th and relat*i services needed by mothers and children. 
?^^Sr^^ at the Federal level operate m isolated fa^o^ 
i^Aite^own statutory requirements and regulatory pobcics, its ovm 
XiiStn>.uve structuri i^own service deUvery ^y^temu and even ij^^^ 
or^ie^ and staff constituency. Without major efforts to cstabbsh 
Z^^t^d coordinated polices, each program tends to operate m a 
manner xmrelated to the others. 

on the local level that cooperative efforts among vyious 
and programs can best be translated into effective 

tibe recces of the health care deUvery system with t^^o^T^^^^y 
Smp^ service systems in social services^ 

SSbiHtation to meet the needs of mothers and chsldr^ In some 
communities, independent initiatives have had tremendous success. These 
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iiawc bcen. oomnmnities with strong siqyort firom local officials, enormous 
conumtment on the part of professiotials, and unusually persistent 
pieanmie from oonsomer and service advocates. Genexaify, though local 
p ccgr am coordination is dqpendent vipon the involvcmeat of Levant 
Fipdegal^ and particularly State, ad i niniis termg agencies. 

Attempting to coordinate the State administration of service programs, 
however, is also a formidable ta^ Recently, a significant number of 
States have organized human service progra ms under a single umbrdla 
agency with die hope diat resources wmild be d^loyed for common 
obje ctiv e s and diq^icatiQn of efifort would be reduced. But bureaucratic 
reofganization has not always h^jed, probably because some of the large, 
new structures are too cumbersome. In many States, for example. Title V 
and WIC program directors, although boused in a sin^e agency, still are 
not working Jointly on a plan for malring health and nutritional services 
available in areas of greatest need. 

Coordination of Federal activities for maternal and child health is 
equally difficult. Re^xmsibility is diffused across various agency uaits 
within the Healtibi Care Financing Administration (HCFAX the Public 
Heaidi Service and the Administration for Children, Youth, and Families 
within the £>^>artment of Health and Human Services (DHHS), and also 
within the De partm ents of Education and Agriculture. The varicr"*. 
progr a ms administered by these agencies are, of course, reflective of 
multiple Federal policy objectives, yet since they are not sufficiently 
ooordmaiea they do not always make the best use of resources. The 
interagency agreements reached by these „ agencies have made some 
improvements, and the Child Health Strategy recently initiated by the 
Secretary of DHHS to orchestrate the efforts of all departmental pro gr a ms 
having an impact on maternal and child health has shown some results. 
But too often the a g r eem ents and coordinated activities have not gone far 
enough and their efforts have not been felt locally. 



Iiiscjfficient Resources 

An of thcje factOTS are corx^XHmded by a lade of suflRcient resources to 
si:q>port the deliveiy <^maternal and child Iiealth care services. While each 
of the programs disc u ssed in this vc^ume can be inqxroved by better 
administration, dearer definitions <^ functions, and m<»e effective 
coordiaation, most also r e qu iie more adequate funding to achieve their 
fuD potential in impr oving die healdi of the Nation's childmi and 
modiers. 

The effects <^ inadequate fiscal support cut across the entire system. 
When ap pro pr iations for q>ecific Federal programs are below ^idiat diey 
- -sfaooidrb^ ibrexan^j^ State and local authorities are often -s a dd led with 
tihc reaponsibili^ of providing needed funds. This |«x>biem is particnlaiiy 
acute for the PX. 94—142 program, ^^ere Federal app r o p ri ations have 
feHen considerably behind what th^ should be according to a State grant 
fommla in effect since 1978. Similarly, ^*hcn generalized sources of 
Fedctal stap party such as revenue sharing mon^ or s up port under Section 
S14(d> of the Public Health Service Act are cut, the effects axe felt by tho 
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«» pi^#»t.t«ig maternal and child health programs and poticies as wcU as 
others. Effects on Federal programs also arc significant when State and 
local tax support of programs is reduced. In the aggr^ate, th e mon eys 
which are used to support basic health services for children and pregnant 
women arc not increasing at a rate suflBcient to keep up with inflation and 
y»a;T.tafri eveu those levels of effort prevalent in the 197(rs. 



SUMMARY OF PROGRAM RECOMME3TOATIONS 

In reviewing the serious problems of limited financings ^lintered 
oversight, and disincentives to program coordination «^ch characterize 
the present system of Federal health care programs for mothers and 
children, the Panel considered the option of recommending that these 
programs be folded into a single piece of l^;isIation. or r^>ackaged so that 
funds could be awarded to the States as a block grant to be adminis tered 
any way that made most sense given State and local realities. The 
sin^ci^ of this idea was tempting, but on careful examination it was 
rejected by the Pand for two principal reasons. 

First, the Panel believes that the Federal programs discussed m this 
volume ^present an identifiable and potentially cohesive core of Federal 
effort to improve the health of children and pregnant women. In the 
aggr^te, they are not so numerous as to defy coordination and sound 
^oagement, and each has a l^^slative intent that the Panel beUeves is 
fundamentally sound. Each also has modes of implementation that can 
reinforce the effects of other major programs. The Panel believes that the 
hmxted number of programs discussed in this volume, if they come to be 
treated by Federal, State, and local policymakers as an interactive system 
for purposes of planning and implementation, contain all of the nec^sary 
attributes for attaining nuyor objectives for maternal and child health at 
minimal feasible cost. 

Second, and perhaps more important, are the potential dangers 
Inherent in a general block grant approach to health program financmg. 
As already noted, there are many inequities and inconsistencies m the 
existing system of health services to children and pr^nant women- It is 
likely that a shift to extensive State control of health program «q>endi- 
tures, without clear Federal poUcy objectives and program st^dards, 
would permit this situation to persist and, in fact, intensify. What is 
needed, instead, in order to improve the health care system for children 
and pregnant women, is the establishment of national poUcy objectives, 
with Federal agencies working cooperatively to develop uniform service 
standards and individually to identify and monitor State program 
performance, while still retaining authority to fund local programs directly 
where States are not performing satisfactorily. The States, for theu- part, 
should retain substantial flexibihty regarding the means by which national 
objectives are pursued- 

What the Panel envisions, then, is the development of a liiore cohesive 
maternal and chfld health care system in which each of the core programs 
makes its own unique contribution to the health and well-being of the 
Nation's mothers and children. The Panel's recommendations for the five 
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programs it analyzed in depth arc intended to achieve this purpose and, at 
the same tizne» to ms^itimvT^ the effectiveness of ensting resources. These 
recommendations are characterized by a number of common themes, 
which include (1) clarifying and strex^g;thening the complementary and 
TTintnaTly reinforcing responsibilities of these programs; (2) requiring 
essential components of local service i^ograms; (3> targeting resources on 
populations in n^l; and (4) developing mechanisms for program 
oversight and accountability. These themes appear in the specific 
recommendations in the following chapters, and are sununarized more 
generally here. 




A primary strategy proposed by the Panel is to clarify the functional 
re^>onsibilities among Pederal programs and to assign to each program 
the resources and authority to carry out its responsibilities effectively. In 
each case, the Panel urges re^x>nsibilities that build on the program^s 
historic and current strengths. At the same time, these functions are 
structured to be mutually reinforcing and aimed at common goals. 

The PaneFs reconmiendations for the Title V program are at the heart 
of its program improvement strategy. The Panel believes the Title V 
program should be given the lead role in developing resources and 
assuring quality for maternal and child health services. Working to 
achieve broad, federally established policy objectives^ State agencies 
administering Title V should prepare a comprehensive plan to improve the 
quality and availabili^ of health care for children and pr^nant women 
statewide. This r^^T?g assessing existing resources to determine their 
ability to meet maternal and child health service needs, identifying gaps in 
service quality and availability, and developing strategies to remedy 
current inadequacies* The Panel recommends that this Title V planning 
process be coordinated closely with the generic health planning required 
by the National Health I^anning and Resources Oevelopment Act. 

Beyond these planning functions, the Panel urges that State agencies 
administering Title V funds undertake a variety of new or e3q>anded 
activities aimed at instituting changjcs required by the plan. These 
activities include coordination, technical assistance, qualify assurance, 
and advocacy, as well as direct funding of local and regional service 
programs where they are not otherwise available. Just as the Title V 
planning efifort would not be limited to Title V*supported prc^grams, 
activities to promote the quality and accessibility of services should be 
l^oadly focused to include all actual and potential maternal and child 
health resources. 

In quality assurance, for example, the Federal Title V agency would be 
rc^x>nsible for establishing, in collaboration with appropriate professional 
and voluntary associations, minimutm national standards for personnel, 
facilities, and delivery of care, and for setting minimum expectations for 
monitOTing by the State agencies. State agencies, then, would further 
define quality standards and monitoring systems, based upon local 
conditions and needs, and would monitor the quality of services provided 
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to mothers and chfldren by aU publicly supported agencies. Any dual 
standard of care based on dififerent sources of funding would be 

clrminated- . _ 

The Panel bcHcves that implementation of its recommendations tor 
Title V would have a substantial multipHer effect for the many other 
Federal programs concerned with maternal and child health. If State 
agencies administering Title V arc assigned rcsponsibiHty for developing 
and upgrading maternal and child health resources, educational agencies 
would be better able to arrange for handicapped children to receive the 
health services required as educationally "related services'* under P.L. 
94-142, and WIC sponsors would be better able to make avai^le 
obstetric and pediatric services intended to be dchvered to WIC 
participants in conjunction with food supplements. And. placing primary 
irooiSMity for standard setting with the Tfitle V program would nacan 
that the State agencies administering WIC and those administenng PX^ 
94-142 would be able to rety on the expotise of the State agenoes 
administrating Title V for uniform standards of care. The same apphes for 
the State Medicaid agency. Once common standards were adopted. 
Medicaid reimbursement of covered services provided under the auspices 
of these various programs would be facilitated. 

The Panel believes that Medicaid should continue to serve as the major 
fioancer and purchaser of services for health care to low-income childreai 
and precnant women until a broader national financing prt^ram is 
estabhshedTrhis requires that Medicaid be expanded to extend rfigibihty 
to all children, and pregnant women who meet Federal poverty cntcna, 
and to provide them a uniform national benefit padcage. In addition. 
Medicaid l^islation should be amended to include a stronger compon-ait 
of Federal -r^^^f^i^z ^ authorize better mechaiiisms for 

encouraging participation by ^jpropriate providers, espeaaUy those 
offering continuing care. Strengthening Medicaid should produce nxore 
flcxibiUty in Title V, thus reducmg pressure to pay for needed serwces 
among iow-income populations. Title V programs could reinvest these 
fundsfor such purposes as better primary care, inqjroved coordmation o. 
services for the chronically iU and handicapped, stronger support tor 
WIC-retated nutrition assessments, and other means of enhancmg the 
ioint efifects of the core programs in achieving national objectoycs. 
■^^mally, the Panel rJbc«Snends that WIC, Head Start, Title 50C 
Care, and the P.L- 94-142 program all play an increased and coordinated 
role in early identification and case management of chddren witn Healtti 
proldems. Although the primary purpose of each program is not ttic 
Provision of direct health care, each is in a unique position to recogmzc 
health problems in children or pregnant women, refer them for care, and 
provide appropriate case management services. The WIC pro-am, for 
example, which attracts large numbers of women and children who imght 
otherwise not seek health care, is mandated to provide a nutrition and 
health assessment, and to make health care services available to rts 
participants. To assure that this is achieved, the Panel makes specific 
z^ommendations to promote coordination between WIC providers and 
sources of continuing health care. 
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Head Staxt and Title XX Dttty Care programs also have a strong 
potential to find duldien -with hetddk needs and refer diem to the liealth 
care system. Educational i^encies do as wdl, since dxcy are mandatfid 
nnder tbe Education for AH Handicapped Children Act to undertake 
"^cinkl find" activities — reacfaixig out to dadldren before they e^ter schoc^ 
or preschool and identii^ing those with special edncaticnal n ee d s, many of 
•wbom also lequir e sprd?i health care. All of these programs tend to 
"find^ the same children; therefore, they need to work together. 
Moreover, they sikoold caxxy oat dieir healtib service r e sp o ns ibilities in 
dose coordination with Medicaid's EPSDT program, which screens many 
of these same children througli private and public health care providers- 
State planning should strive to orchestrate a single approach to early 
identification of dnldren with special needs, co mbinin g activities and 
resources of die various p r ogra ms to ensure efficient service strat^^es. 

Essential Components of Local Service Programs 

Frr^ nn ' Ty ^**^'**'^'*'*^ made throughout this vcdume are designed to 
promote particular local service pr o gra m c ompon ents that the Panel 
believes *jc critical to assuring the availability and accessibility cf 
appropriate health care for children and pregnant women. These recom- 

(V) Assurance that priority services are provided. As discnssrd more 
fiilly in volume I, the Fand concluded that three sets of services are so 
important to the health status of children and pr^nant women that access 
to them must be as sur ed in eveiy community. These basic, minimal 
services are: prenatal, drfivery, and postnatal care; comprehensive care 
through age five; and family planning services. In addition, the Panel 
enqihasized that treatment and sup p or t services to handicapped and 
chronically iQ children must also receive special attentioa. 

These decisions r ^i^nKn^ the effectiveness and importance of certain 
categories of services are reflected in aH of the Band's major p>rogram 
I' lrf w w>«».Ji»»* r>tKE In its chapter on Title V, for example, the Panel urges 
that Ing^best priority be given to plarmfng, funding, and other program 
development activities aimed at assuring accessibility to the three sets of 
wiiiiimt basic health services for children and pr^nant women and to 
iqn-rfn? services for handiciqipcd and dunomcalfy fll children. In its chapter 
on Medicaid and EPSDT, the Banet r ec ommends that States be mandated 
st at M ito rity to provide full coverage for all of the e sse ntial components of 
dftc dnee sets of ma- jmal and child health services and for many 

of tbe dier^>entic services needed by children v^io are physically or 
■ ■ M »wt j if ty oi wwM»Wy iQ^ Koposcd cha^BS in the fmplemenfatton of PJL. 
94—142 and the new Mental Health Systems Act arc also intended to 
extend a ccess to the priority s ex v ices loc^ly. 

(2) Focus on pr eve n tion and health prom otion. The potential 
benefits irf* preventive care and health promotion— especially f<x modiers 
jMMi young children — have been documented persuasively. Yet preventive 
care and health promotion meas ur es are not receiving the emphasis they 
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deserve. The Panrf's lecomxnendations arc intended to alter this by 
promoticg various types of preven tion and health promotion measures 
tfaxou^ the programs difr^?*?^^ in chapters 2 throu^ 6. The Panel 
recommends, for instance, that Medicaid provide conq^ete coverage for 
essential preventive services required by all children and pregnant women. 
Also, particular attention is given to activities that focus on pnmary 
pr e ven tion and early intervention by connnunity mental health service 

provider>. ^ „ 

(3) AdcqiULtc mechanisms of case management to assure followup 
and continuity of care. Case management is based on the assumption that 
for some service needs it is more efficient or feasible to help people take 
advantage of existing community resources than to restructure agency 
functions. Case management has p r ov en very s u ccess f ul, for example, in 
helping parents of some Head Start children. A GAO report* documents 
the cost-effectiveness of the Child and Family Resotirce Center Program, 
which offers comprehensive family-oriented consultation in addition to 
traditional Head Start services. 

In general, case management is a relatively ine^>ensive service that can 
^a^TviW^ the impact of more expensive services. The Panel believes, 
however, that to be effective, case management activities must be designed 
so that a single lead agency or individual at the point of service delivery 
can assume reqxjnsibflity for the various services required by each person. 
This is precisely the approach taken by the Panel in developing its 
proposals for improving the PJ-. 94-142 program. As described in greater 
detail in chapter 5, the Panel recommends that local education agencies 
designate or employ an a p pr o priately qualified health professional to 
manage the related services component of the individualized education 
program (lEP) that must be dcvel<^>ed for each handicapped child who 
needs special education and related services. 

(4) Provision for coordinated outreach. For the many families for 
whom services are inaccessible, health care programs sometimes must do 
more than provide an open door; they must take the initiative to find, 
educate, and help bring mothers and children into the health system Such 
outreach efforts have proven effective in assuring that children and 
pregnant women enter the cycle of care at the appropriate time and that 
they receive a p propriate followup care. 

The Panel emphasizes the importance of outreach services throughout 
this volume and offers a number of proposals to enhance them The Panel 
recommends, for example, that local Title V agencies and commumty 
mental health service programs be required to provide outreach services to 
children and pregnant women as a condition to receiving grant awards. 
With regard to the funding of these services, the Panel also recorximends in 
its Medicaid chapter that the Federal matching rate for outreach services 
be increased substantially. . 

(5) Coordination with other levels of care and types of services. To 
better ensure both the quality and continuity of care, the Panel believes 



^CampaoOa Geoer^ of tbK United State., Oeiw«J Accountnig Office. Rgxirt to tite Cemgr ess: Emrfy 
Mntl Frnmify Dcvdoptnent Ptagrmnt* Imptotre the QuMlity of Life m Lom^Iocome FamOics. 
Publicuion hfumber HIU3-79-40. Washington. D.C.: Govemment Printing Office. Fdmiwy 6. 1976. 



12 



24 



tltiit'ir~l» MoesMx^ the mi^or core programs to develop 

^*t* Mnw*»tirm iiMnJ i anrMm tfaroc^ ^^uch duldren and pregnant women 
can (a> be promptly and eflknftntfy lefeiied to pfovidecs of odier lewds of 
Itffiltit care; and (b) move effectively among various maternal and dhild 
beatltfa and healtlKi^ated services. Both ot these policies axe weU 
illustrated in the PaneTs chapter on Community Mental Health Centers 
and Ser vi c e Systems. In it, the Panel recommends that mental health 
services inclodc referra l to a bealth provider, as appropriate, for a fixrther 
f«*^***» assessment or treatment intervention. Cooperative eflbrts are also 
encouraged among the mental health service system and the other systems 
in which children and their families fanction, including the education and 
•K^ jutii^iiH^ jn^tira^ systcoss. 

To promote coordination amoo^ health service p rograms, the Panel 
proposes, for exxmxpic, that State agencies administering the WIC program 
be required to adopt a number of standards and procedures established by 
the Title V program. The Panel recommends that for some services, 
uniform accounting pro c e dures should be developed and used by the 
WIC, Title V, and Medicaid— EPSDT pro gr a ms. Imi^ementing diese and 
other g^TTifi-ay policies win help to assure service availability and quality 
while rfdTFcing f *gn'^'"^ costs. 

Another theme undergirding the Panel's pr ogr a m recommendations is 
the targeting of resources to all mothers and children who need services. 
Throughout this vc^ume the Pand has proposed policies that would direct 
resources to populations and individuals in need. In some itisfancrs, this 
has meant recon u n ending that public funds be more narrowly focused on 
populations known to be at ^>ecial risk. In others, it has meant 
, m^* n,it*Mf^Am^ that a cat^oiy of ehgibles be broadened to include needy 
individuals who otherwise would be without access to essential health care 
services. It should be mentioned, however, that over the long run the Panel 
believes health programs should be inclusive rather than exclusionary, and 
that, in particular, a financing program providing universal entitlement to 
children and pr^nant women is preferable to one directed solely to 
women and children who are poor. 

To ensure that resources are allocated in the immediate future where 
they are most needed and will do the most good, the Panel recommends 
revisions in policies governing program eligibility, particularly those for 
Medicaid and WIC. It ur^ges, for example, diat Medicaid eiHgibility be 
extended to all pregnant women and all children to age 18 v^^osc adjusted 
family income is at or below the federally established poverty leveL And 
to minimize disn^>tion. in continuity of care, the Panel reco m mends 
further that Medicaid eligibility for children and pregnant women be 
retained for 1 year following a completed health assessment regardless of 

income. With re^wct to WIC, the Panel proposes that 
income digibiHty criteria be consistent with national^ established 
standards. Although the PaneTs proposal would permit States to exercise 
ilexibili^ in selecting a ^>ecific standard to apply, it would ensure that 
WIC benefits would be targeted at all women, infants, and children from - 
low-.and moderate-income families. 

The PancTs position on the allocation of resources is also reflected in 
rf^ r ^mT| fi^»fM}at KW iy to rcdcfinc progra m objectives. This is the case with the 
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Title V program. While the Panel endorses the overriding goal of the Title 

V program to promote, improve and deliver maternal and child health 

care sovices— it believes that the program's more immediate ob|ertive 
should be to focus its resources on those geogra^^ areas without 
ad^^t^ maternal and child health services. Tbus the Rand propose that 
in funding direct service programs. State agencies admmistenng Title V 
should be directed to give special rmphasis to assuring the availabihty of 
needed services in medicaHy underscrved areas, espeaalfy those with a 
high concentration of low- and moderate-income families. 



Mecfaanisms for Program Oversigjit and Acco mif ah i l ity 

The final theme common to the Panel's recommendations for each 
Federal program is the establishment of mechanisms for oversigjit and 
accountability. To ensure that maternal and child health care programs 
are operating effectively and efficiently, the Panel believes that two 
complementary measures must be taken at all levels of government. Xbey 



are 



(1) hnpToycmcnts in data. coBccdon, reporting and monitoring. The 
primary goal of the Panel's proposals in this r^ard is for programs to be 
better able to identify Federal, State and local expenditures, track the 
number of services provided and the persons who receive them, and 
ascertain whether program objectives are achieved. These functions, 
<ni3ich are increasin^y important in an era of fiscal restraint, require the 
coUection and analysis of relevant data that can be presented in a manner 
that meets various policy needs. ^ «_ « 11 

Because the Title V program is the cornerstone of the Panel s ov«all 
strategy to hnprove health care for children and pregnant women, data 
coll^^n for the Title V program has been given ^>ecial attention. In its 
Title V chapter, the Panel emphasizes the need to collect certam types or 
data and to design a practical reporting system that would allow Federal 
ana State program administrators to assess program performance and to 
manage Title V funds more effectively. To ensure coordination among 
diffCT^t programs, the Panel recommends that this reportmg systm not 

be dcvel<K>ed in a vacuum; the system should be c^^^^ 
relevant reporting systems, such as those for WIC and EPSDT. 

Routine monitoring by Federal and State agencies is equaMy m^jortant 
in measuring program performance. It is also essential m order to learn 
Aether sorSces arc actually being deUvered in accordance with stotutory 
and administrative requirements. Both objectives can be achieved m ^e 
area of mental health services for children, for example, 5^^^™ 
implementation of the Panel's proposal that the Secretary <^ DHHS be 
required to report to Congress on the progress being made to extrad 
^ttopriate mSntal health services to aU children. In the PaneTs v^ 

report should contain information on the type and number o^J^f^ 
hanR provided, the extent to ^**ich these services are meetmg identified 
neeS, and the standards used in providing the services as well as other 
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n^evact matoiid. Periodic assessments of this type will hdip to assure that 
the health needs <^ ^ildren and pf^nant women are being met 
adeqiiately. 

Here* too» however^ efforts should be made on a cooperative basis, 
where appropriate, by both Federal and State agencies administering the 
various programs analyzed in this volume. Monitoring procedures for the 
health services conqxment of the WIC program, for fn^nTirr', should be 
developed and performed in cooperation with agencies administering the 
pro-am. 

C2> Est^Misbment of Advis<xy bodies. The Panel believes that 
maternal and child health advisory bodies should be established at all 
levels of government to provide visibility and puUic oversight and 
accountability to the efforts of all maternal and child health programs. 

Locally, these bodies should be provided with the opportunity to have 
direct iiqput on the operation of specific programs. Wi1±i r^ard to mental 
health services, for exanqrie, the Panel recommends that CMHC advisory 
boards include both lay persons and professionals with a demonstrated 
interest in providing maternal and child health services to children. 

At the State level, the req>onsibilit]es of such bodies should be broader 
in scope than is the case with local advisory group>s. State councils should 
serve primarity as coalitions to si^sport and assist State Title V directors 
and other agency personnel in ongoing program and policy formation. 
These councils, Hke the local advisoiy bodies,, should include consumers 
kno^edgeable about maternal and cluld health issues. 

At ^e Federal level, the Panel believes there is a need to create a special 
advisoiy bodty — the National Commission on Maternal and Child 
Health — which wiH have among its functions resp on sibility for reporting 
to Congress and the Secretary of Health and Human Services on the 
health status and unmet service needs of mothers and children, and 
r eco m m ending policy changes in Federal maternal and child health 
pr o gra ms to improve their efifectxveness and to enhance coordination 
among programs. To keep Commisaon mCTibers better informed as to 
what is talrmg place in maternal and child health services at the State 
level, the Pan^ proposes that the Commission include at least one 
member of a State Maternal and Child Health Council. 



PLAN OF VOLUME U 

The following five r.aapters take \xp in detail Title V, Medicaid and 
EPSDT, WIC, PJ:- 94-142, and the recent Community Mental Health 
Centers and Services Legislation. £ach has the ssinc general fionxistz 
summary of fp?wwi^^*"^^<^^"^; a brief descriptioii of the program being 
aisaiyzed, m^*«^^^g an evaluation of its strengths and weaknesses; and a 
plan for pro gr a m improvements, including specific recommendations. 
Chapter 7 briefly describes the other core programs. 

Because the recommendations are quite specific, and the Panel decided 
it did not wish to trade away specificity for complete consensus, several 
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dilating view, to particular ideas put forth "^,^^XS2f ^ ;^^! 
mpavr^appcikdix C The Pand legards it as significant that ma volume 

Anp^i A, as mentioned previously, is a 

roSnmpcoviding health and related services to children and pregnant 



'S^iirfix B acknowledges the many people who assisted the Panel in 
the pr^Muation of volume n. 
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TITLE V 



MAJOR RECOMMENDATIONS 

• Establish as priority services for all Title V activities: 

— comprehensive prenatal care^ delivery, and postnatal care; 

— c o mpreh ensive primaxy and pr ev en tive care for children from 

birth duoog^ a^ 5; 
— famify plannmg services; and 

— apeciafized services for handicapped and chronically ill chil- 
dren. 

• Require State Title V agencies to develop and implement a plan 
aimed at inipro ' v ing the availability, accessibilily, and quality of a 
co nipr e h ensive and coordinated, statewide system of maternal 
and (duld health services. 

• EstaMish within PuUic Health Service a new Bureau of 
Maternal and CSoId Health Services re^onsible for administering 
tile Titie V program and for promoting Federal policies to 
in^MOve Am deliver of maternal and child health services. 

• Improv e Fedexal and State mechanisms and procedures for 
asanrin g p ro g r am acc oun tability and enforcing Federal require- 
ments. 

• Establish a National Maternal and Child Health Oommission to 
r^oit to Coi^iress and the Secretary of the D^Mtftment of Health 
and Hmnan Ser vi ce s on Federal programs and r^ulatory pc^cies 

^fel:luKve a direct impacr on the health of children and pregnant 

• xDccease uie Federal appropiiation for Title V to assure that a 
greater proportion of children and pr^nant women receive the 
pr e v e uti ve;, prhnaiy, and a prrtalrwd care fl^ey need. 



FROOtAM ]>£SCRIPI10N 

:J J^^^^^^^ the onty Federal pr o gra m 

concerned' . erschisgveiy ' -with health care for mothers and ^dldren. It 



JSJtoand fecflities to loSite. diagaosc. and treat chfldren who arc 
crWed or suffer firompotcntialty cripirfii^cOT^ - 

Title V tnoaram has a long and distmguished l^tcxy. It was 
enSli bvC^|£S^935 and Sgnally administcrod by the Children's 

iTn^mm of assistance to the States. In the 45 years mcc Ti^][.^ 
^.S^^Se >^^the prognoa andti^ 

^i^Z!^^"^^^^^^^^ however, in Title V sin^ 
its^SSl^xS^^S^rtant W^^^^l^^^'^^J^'^r 
the fert in a series of amendments estabhshn^ ''^^^'^^^l^ 
«cific maternal and child health activities m low-mcomc ar^ 
gS^S^Sdedmnts to State and local health departn-mte for Mato^ 
^'SS^C^CMIC) prcdccts aim^ P'TT^LJ^L^'^ 
teterdation and infant mortaHty through prenatalj^pcrmatal, «WP?»^- 

family planning services. In 1965 other am«idments 
^.^^ ^La^d^cT^mtTto provide comprrftensive health services 
to ^^^MSS^^ Stateand localhealth agencies and other 
pu^tr^^^^or^^ans. If 19J>7, Title Y -^^^l^^^g^ 
S^time to i^oJ^de s^eSal gnmts for d^ i^^^T^^ 
W4. these moiect mntewere administered federally. In ™ y«^^ 
S?S67^Mc V amendments, direct administratwc respona- 
JS^"^ '^j^ Shifted from ^e Federal Government to the 
^MnoTiAt^ St&te maternal and chfld ncaltn unit. 

also li-fced Crippled Children's Ser«c« and 

M^aid i ^Tprovision of Eariy ^1 
^^~l~lZt rFPSDin Medicaid was mandiitrd to provide EPSDT as a 

and the CC P^PB^f^^'^J^'^f^ 
t^te for the early identificatiom <rf children who need health 
Sd^ ae toSh^ and treatment nee<ted to conect or ^^«^ 
Srfe^OT chronic conditions. The 

Medicaid. OC prognans, and MCH prograno as well, w"?^™*" 
^S^Ss for A^Selivery and rdmbnrsem^Krf^ese »«"«f*-..,_^ 
Tvid^ each State is required to operate what the law terms a "program 
of^i^^^ orive areasT^^ty and mfint 
J«finr^«. feniilv ptanniM, health care for chfldren and ywiA. and 
^ J^^SST^ statute directs States to estabhsh these 
^^^lOT^income areas and to provide -reasonable assurances" ttot 
S^S? oW^^or^ type SFp^qjec. ^ «»«• As ^*^jP^^^ 
^uSSi aldngte prefect of each sat^ees the nmnmum Federal 
requirement. 
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AdditkMully^ of oooxse. States are required to provide services in 
maternal and ciiild health care and services to crippled children. These 
sendees* phis the progFam of prqfects* are the basic service requirements 
fior an approved State Title V plan. Regulations provide additional 
g uidance, particnlazly in the area of quality assurance^ but establish few 
specific progrsm and planning requirements. 

The Federal appr o p r i ation for Title V is allocated by means of a 
campl w f formula pr e scri bed by statute. The law provides that 90 percent 
of the Federal ap prop ri ation be used to support MCH and CXZ services 
and-tbat iq> to 10 p e rc en t be retained by the Secr eta ry of the Department 
of Health and Human Services (DHHS) for research and training 
activities. In addition, the law requires that at least 6 percent of the totai 
ap propr ia tion must be used for famify planning activities either under 
general or ^>ecial profects grants. 

The allotments for both MCH and CC services are divided into two 
equal parts, termed Fund A and Fund B, and allocated according to a 
ipmilar method. For both services. Fund A moneys are earmarked for the 
States and r e quii e a donar-for-doDar match. States are first allotted a 
basic grant of $70,000 and then an additional amount intended to reflect 
relative need based on population. In the case of the MCH Fund A, this 
amount is based on the number of Kvc births, and in the case of the CC 
Fund A» on the number of children imder 21 years of age. 

Fund B moneys are awarded to certain nonprofit institutions as well as 
to the States, arid carry no match requirement. For both MCH and CC 
services, an amount of $5 million is allocated from Fund B for States and 
institntions of higher learning to establish projects to serve the mentally 
retarded. Of the remainder, at least 75 percent is ap po r tioned among 
States accoidiiig to need based upon per capita income and either the 
number of live births (MCH) or the number of children under 21 (CQ 
with rural States given twice the weight of urban States. These funds are 
fntcndod to assist States in carrying out their State plans. The remaining 
25 p erce n t or less, known gjcmatalfy as ''Reserve B** or ''RB*' Funds, is 
retained at the Federal level for grants to special profects of r^ional or 
nanonai * * fi<*-»t»^^ 

Smce FY 1978 Congress has provided an annual a ppr o pri ation of 
apptoaJm ateiy $400 million for all Title V activities. Although the 
. antbofizii^ legislation leaves the Secretary of DHHS discretio n in 
diBtennming how to allocate furids between the MCH and GC services, 
c o ngr e ss ional ap pro priat ioMs process has produced a fine-Hem hudgpt for 
eaiA of these services^ rong^ity- two-thirds for MCH and one-third for CC 
Title V xs now ad minl^r ied federally by the OfiBoe for Maternal and 
Q dld Health <OMCH> within the Bureau of Co"w«mrfty Ti>^fth ,^^^1^^^ 
(BCu»>. The Burean is in the Health Services Adnmiistration (HSA) of 
tfie FbiUic HieaUii Service (PHS), State administration of tiie MCH 
piiogiam is the responsibility of the MCH unit within each State's health 
agen^. Most of die Ct^ii^ed Children's Services p ro g r a ms also are 
Mli i iiiMst ered tinongh Stale health agencies. About on^^ftb, however, are 
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administered by other State agencies, including welfare de| artm«ite, 
dip^tments. andTSi three instances. State umversito«. State 
SJS^^SoSes generaUy operate their progranis ^"g^^ 
SSSX^^^^Sid health departments, but many enter mto contracts 
with other agcudcs as wclL 

The activities of State Title V agencies generaUy ^>an a wide range, 
including training, consultation, standard-setting, quality assurance, advo- 
cacy and idanniM. as weU as the direct provision of preventive, pnmaiy. 

Sd iped'^dhSith services. Although all States are engaged ^^^^^ 
these^ictiviti^ to some extent, their role m providing and supportmg 

direct services is especially varied. . . „ . ^ 

WOun each Stateaportion of the MCH «>d CC 
the State "ntle V aaency for a vaiiew of purposes and the lemaiixier is 
^^S^to a^^^ individu4?pr«£5S^ 

States, eo to l^al health departments— some administered by the Mate 
S^M<«^ local gS^IS^ts. Th«e funds may <h^ted by 
f^iula, project ^rant, Sr other mechaniso^i^ a rcsul^ States have 
S^^t <^ees of control over the use of MCH funds locally 

In additoQ to the elements of the program of orcgects, most State MCH 
pr^^ ^^n maternity clinics and weU-^^d diedcups, 
^^^^^vision and hearing screenings, «h<>c»l health services^ anda 
varie ty^oS«- traditional maternal and child health scnaces. Some Stot« 
X 2^ve^ their MCH funds, usually <x«nbined '^^^^'/^j^ 
d^oD comprehensive care services for children and pregnant women 
foS^^^tedchfldren are used to provide direct seriaces inone of 
thr«^^^^^^ State-operated and staffed clinics, under contractual 

often, by a combination of full-time State staff and Pf^-^ prj^ 
ph^ciais working together in StateK>perated chmcs. R^^^T^f 
^Sod used, h^cr. all CC programs are desigiied to P~r^ 
^^^^uation, treatment, and rehaMitative «^«r!. .^J^^ 
i^hanScapping or chronic conditions, and all take a ^^^^P^^ 
to^r^ State programs nearly always empioy psycholpps^ 
nS^^lmd physical and therapists whose services arecoordm^ 

^SaS^ of^physiciXoSer h^th professionals may be on staff as 
^ pSba^ mo?t Sportantly. the CC programs assume "fponsiWity 
JS^asTm^^ement; Sey prc^ an i^^ 

fS^^^^^nee^^^^^ health, and ^PP^J?, ^f^^^^-J^^ 
p^ as needed to reflect changes in ^e f^^^^^f^^l 
X^g th^ Title V allocation in combination W3th funds from oth^ 
StSe Title V agencies provided health care to some 16 milhon 
toSle wSr^ aSI childSn in FY 1978. -^^^^^^^ 

^vided by both State and local health <i«P^*^j!-!iS ''^v<S 
400,000 individuals received medic U care, over 41,000 received dental 

:Wlio«.l.c N.tioo.1 Public H«dth Prog^ R«port«s ^r^^^^^^^^J^^ 
tlJ^lST-pproximauay O p«cent <,f the v^xerr^ .ud b«>Jth cxpe«d.t»«. of State 

came frtm Federal Title V frmd*. 
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cmrc, and more than 3OO.O00 received other health services from MIC and 

B ei d e t pvovidiiig assistanoe to the States and coordinating efforts with 
relevant Federal agencies, the activities of the Federal office, OMCH, are 
largely comcemed with the administration of the grant pcograms in special 
projects, training, and research. Decisions about how these grant fbnds are 
spent are made by OMCH, generally in consultation with other Federal 
officials, the regional offices. State ofiBcials, and in the case of the research 
funds, on the advice <^a peer review group. 

A large portion of the MCH Reserve B funds are currently allotted to 
special profects in two program areas: Improved Pregnancy Outcome 
(IPO) and Inqproved Child Health (ICtD. Under these pr o g r a ms, the 
States receive p rojec t grants and technical assistance to strengthen their 
capacity in these areas. Reserve B funds for CC services are used to 
s up port a variety of clinical programs in all States and to provide several 
States with Interagency Collaborative Grants to worfc wiUi State educa- 
tional agencies in the implementation of the Education for all Handi- 
capped Children's Act, P.L. 94—142. 

in the area of training. Federal grants are aimed at educating competent 
administrators and i»actitioners through interdisciplinaiy training. Priori- 
ty for funding is currently given to training in areas such as genetic 
screening and coimseling^ perinatal care, adolescent services, and services 
to multihandicapped children. In recent years, nearly 8,000 health 
professionals have received long-term and extended short-term training 
annually. 

Finally, the research grant progra m s up p orts projects that can lead to 
improved methods of delivering MCH and CXZ services. The current 
cmpha^ is on adolescent health, child abuse, inborn errors of metabo- 
lism, congenital malformations, early case finding, and family counseling. 
Usually 50 to 55 grants are active at any one time. 

Title V pr o gram eStorts at all levels of g overnment have contributed 
significantly to improvements in maternal and child health over the last 
four and a half decades. Panel members and many independent evaluators 
brficvc that the pr ogr a m has helped to bring about the decline in maternal 
and in&nt mortality, the reduction of disability in hnndiraiyed ^lildren, 
and the general Imp rovement in child health status. Its influence has been 
both direct — throng^K the provision of services by local health depart- 
ments, schools, and especially Maternal and Infant Care and Children 
and Youth profects and crippled children's cHmcs — and indirect — through 
tttc establishment and enforcement <3€ standards of c a re . ^ 

Despite the proliferation of other programs to serve low-income women 
and children, including the handicapped. Title V-funded agencies remain 
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the only source of care for such groups in many areas. Without maternal 
and chad health services, fewer women would have received health care 
dnrins pcesuAAcy. delivcfy and the postiMirtum period, and few«- infants 
woM havehad care during their first ysar of life. Similarly, without the 
crippled chfldren*s program, many crippled children would not have 
reooved the case management and ongoing care and treatment they 



BASIS FOR RECOMMENDATIONS 

Although the Title V l^isUtion requires States to extend and inyrovc 
services aimed at reducing mfant mortality, promoting the health of 
women and children, and locating and caring for children with handicap- 
pino conditions, the structure ofihc |»ogram, its level of siqjport. andits 
current operation are inadrquafe to achieve its stated purposes. Indeed, 
recent statistics and repo rts document that: 

• Many women, especially those at highest risk, receive no prenatal 
care at all or they receive it late in pregnan^.^ 

• Many high-risk pr^nant women do not deliver at centers that are 

equipped to meet their sprrialirrd needs.* 

• Many newborns in need of neonatal intensive care unit treatment 

do not receive it either because such a unit is not available or 
because personnel are not trained to use it.'' 

• Many infants and children have no regular source of primary 
care. 

• Many young children still do not receive all recommended 
immunizations.' 

• Many children with handicapping conditions do not receive tne 
services they need to function at their optimal levels.'" 

No single program or combination of programs could be expected to 
meet the health care needs of aU children and pregnant women, yet the 
Panel bdfieves that Title Vs broad mandate, loni? history, and significant 
investment of Federal and State funds could have produced a more 
effective system of health care services for children and pregnant women. 
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maid thus even greater reductions in infant oortftli^'^^^^^ f^^^Mi 
lack of education may be ngnillcant factors a^^^^^^oai *^^L]ieos>v^ 
maternal rr^rh*'^ty and mortali^, some excep^J^* ^ii»f^Sbl««n«^ 
heatth ca >v- :.;;> .uns have had a major positive i^'^P^Zo^ *Ucb FL^tanti^ 
even . y^.;>:ng conditions remained uncbap^^Orj^^ sP^^jpi^^ 

difference^ . of morbidity and mortality. ^**Vefvicea, 
socioec o nomic characteristics suggest differences "** ^S?^ c*^ Jl^cnts^ 
including Title V operations, and the opportunity ^'^^ nJw; ^^txpf^^^ad that 
^Oien the Title V program was initiated, it was ^'^^^^Vai*^ health 
States would create strong maternal and child b^ j^^bwJ^ ^'"^^a^p^'^x 
departments to provide comqdete health services toe ao^l'^^iect* 



ems lo provKie oon^eie ncaiui services i*'^ onw^ axic^ J^yfoject^ 
In fact, this has not happened. Even after ^j^jf^^^*^ ^^^cewid^ 
became a requirement. States generally did not {^"^^e ^ d <>^V 

development of primary care programs based , nuK *?di cUni^j 
project uKxlels. Inmfeart, States aco^ted the ^iadsti<>*>^^^^j^c xitle V 
modd as the arrangement for Title V services. A* *?^^?H^ici»c^^|j5cretft 
services far too often are provided through ^^m^ -uuni-sa^ 
pr ogr am s, usually pre v en tive in focus — a perinatal V^^^^^**^ ^sx. iff^ 
tion program, a V.D. program, a well-baby pfogrsBU ^ an<i 

With the exertion of the Maternal and Infant ^^^^ ^^t^c 
Youth models, which are required to provide trestn»^^^^<Vi<-es, they 
great variations in the way that Tide V beneficiari^,5y^^ the loca) 
require. The Panel found that in some States, priiD'^^i^^e lo^- 
health departments provide medical care for ^^f^^v^ ^^^dk"^^ 



income &milies through public clinics and ho^xitsls- ^q^^^ tc^^0spitax 
children usually are referred to either private P^tof^^i*^ of ^jertain 
ouQiatient depairtments frr treatment services, the ^^'^ de^2^^^ ^ 
situations, is reimbursed by the local or regional h^ J^^^^tm^^ 




The inequities are perhaps even more striking ^uaS^^P^ Prices fb^ 
Acc or ding to OMCH, aU cr^led children's PvogF^'T^^Qr'^^ nearly 
handicapped children 'wba ncwd crthopedic or pl**^fh2^*V> visioix 
aU inrfnde services for certain chronic illnesses, an^ '^i^^^^'fa*^ ^ 
proMems r e quir ing sur gei y . But there nevertheless ''^^^^^^ vaf*^ States^ 
coverage for the 125 established diagnostic ca^eg^'^ ''"'^Lder ^« 
children with chronic otitis media, for example^ may ^^^[^'^(^ ^^w^ 
GC program and in other States they may not; ^^n^^^tixtg Jl^cant^ 
children "ndKO cannot receive a p prop r iate treatment ^^'^^ in 



UKnen wno caxmoc receive appivpmaic izcavm^' _ i&cv.^^ Ster ^cs ux 
B^ond gaps in service coverage, there are senoi^ s^^^'^sist^^ be 
«J^bility. By regulation, preventive and diag0<'***!^y^J?^ces ^^t^s an4 
availaUe to all women aiid children at no charge* -^T^^^* ^^^ts for 



even localities are finee to set their own income elig>^^^^J^^tiref>^|^ with 
an other services. The Panel is co n cerned that this l^^^T^^^^ml'i^unfair 
diff erences in Medicaid eligibility criteria amotsg ^^^i^^ v^^^ ^ in ^'^^ 
situation: women and children may be eligible fat ^<»if^*^<^ 
community but not in another, or in one State but ^^^t^^- - ethnic 
The Panel is concerned that in some comnum^^^^^l^^'^ <''^«tef*^> 
pr^tKfice also creates barriers to care. As with ^'^m ^ 
certain g i xMips c€ beneficiaries may be discourag^ ^Vtt^^^'^^^^'^^^jD? ^ 
Title V p r og r ams because of di scourteous and *'^*jiio^^****eiHJ^|y be 
some instances, oppor tun ities for receiving Title V se<^ '^y si^^ 
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fof«closcd to them. These concerns have been mentioned In the literature 
and cited by practitioners and cheat advocates. Children's Defense Fund 
(CDF) staff note, for example, the common and subtle discrimination of 
some private providers who reftise to treat minority families, and who 
refuse to join in cooperative arrangements with health departments. 
Similarly, language barriers in Title V projects can also limit accessibility, 
particularly for Hispanics, Native Americans, and Southeast Asians. 

Many inequities in access to care and services arc due to the absence of 
statewide planning for maternal and child health needs. States have 
relative freedom in deciding the populations they wish to serve and the 
services they wish to provide. For the most part they have not allocated 
service funds on the basis of needs assess m ents in each service area. Their 
decisions, in^*^^. have oflen been guided by political considerations. 
Many States, for example, distribute MCH funds to counties according to 
a set formula, and many cover diagnostic categories for services to 
handicapped children in response to consumer and provider constituen- 
cies. The result has been occasional duplication of services between Title 
V and other agencies in the same area and, more often, serious gaps in 
services or no programs at all in areas of pressing need. 

States, however, are not required to undertake conq>rehensive planning 
for the distribution of Title V funds. *2 Even the requirements for the State 
plan document are minimal. Although a State plan for the use of Tide V 
funds must be approved before the funds arc allocated, there is no 
required format for these plans. Since 1968. Federal and regional offices 
have not even required that plans be submitted. The plans must be 
available in State Title V agencies for inspection by regional ofHcials, but 
the inspections seem to be limited to checking for the mclusion of 
information necessary for conformance with certain statutory require- 
ments. Even when plans are checked for the presence of required 
information, the content of the information is not reviewed. The Panel 
beUeves that the absence of adequate mechanisms for assuring the most 
effective use of Title V funds has inq>eded the ability of the Federal 
Government and the States to pinpoint problems and develop solutions. 

The lack of accountability is of particular concern to the Panel. Central 
to the problem is the inadequacy of current reporting systems— the 
National PubUc Health Program Reporting System (NPHPRS) and the 
Bureau of Community Health Services Common Reporting Requirements 

CBCRR) neither of which provides the information necessary for 

adeauately monitoring State Title V agencies. Not aU States report under 
these systems, and the data they do report include services provided with 
funds from Title V and funds from other sources. Some pertment 
information is not coUccted at aU. NPHPRS, for example, does not collect 
such information as the racial characteristics of patients and the types of 
services deUvered- The coUeccion of management information and data on 
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"Recently. ba««ver. OMCH hmM bcgiMn to encourmse State Title V agoKies to undertake pUnn 
•ctivitiea. "Guideliiies" for both an 0»^ec«ive» and Aclivitiea Report and an Annual Prognxn Perfo™" 



Reoort ■rtt rr*^ imwmrahlr otMective*. way« to accompliih them and to evaluate performance gainst 
S^-me^r guidelinea empha^ze health >efvice» for all mother, and children and oooper^ive 
with other health-related programs. 
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€€ can that have been used for meiiy yean has been 
w it h o ut any overall poli^ direction. Moceover. both data 
a y u— M are only niBiiiially compat ib l e with Federal and State require- 
Mieats fbr oAer propuna aimed at the same populntioas — such as WIC 
{the SpwS at Swpp i eme ntal Pood Pi ogiam for Women, Infants, and 
CUldregaX EFSCrT. and Family Planning — If dhig to expensive* possibly 



The aoootttttabiltty problem is Airther aggravated by the fact that States 
permitted to meet their match requirements with in-kind 

Hbs results in the diflVmon of Htle V ftmds to siqsport activities 
many health department programs, including those only peripher- 
ally rdated to w ome n and duldren, and also permits the support of 
genera l heaWi department overhead. 

The Fand is also concerned that Federal staff members at the central 
and reig^ooal levels are not sufficient^ monitoring the States to assure that 
Federal and State matrhing f^mds are used to Anther the purposes of Title 
V. Several r epor ts " note the absence of State documentation to substanti- 
ate that matdbdng funds are, in fact, allocated to activities approved in the 
State plan, even when regional health authorities identify this as a 
proMem. There is also no * monitoring system to assure that funds 
M»mwt,wtmimi t9 tnto Statcs axc being used for programs and services strictly 
related to maternal and child health. 

The Fand concludes that most proUems with the Title V program are 
largely attributable to the vagueness of the authorizing legislation and to 
iusuIP tient funding sup p or t. The Title V p ro g r a m rests on a statutory 
foundation that specifics broad g/oalx but provides little in the way of 
requirements for achieving them. Because of this vagueness it has been 
mtwwtAi* i i n| M ' ii nsib lr to tdl n State it was doing something it should not— or 
fiMtwig to provide a service that it should. 

Moceover, there are no a p pr op r i ate sanctions or other enforcement 
mechanisms. Federal legislation authorizes the withhcrfding of Federal 
funds for noncompliance with statutory requirements, but these require- 
ments are iwi>*iti**i Additionally, of c ou rse, iht sanction is not lilcety to be 
i m p o s ed^ since a full withholdh^ of funds would harm the women and 
children ^M^KO need services. 

JRnancaal Ismnr have created fur t h er comx^ications. The Panel believes 
dke Federal fhncUi^ has never been adequate to the overall Htlc V 
mandate. As a result. States have been forced to omit ffssmtial services 
and GMCH. and the Federal regional <^Sces have been limited in staff 
res o urce s to provide needed consultation and assistance. 

The inadequacy of the total Federal funding level has been compoimd- 
ed by ine q u i ties in die distributioa of funds to States. The Title V basic 
grant foamila for MCH and GC p r ogram s has always firvored States with 
large rural populations, ^^hen CV?iigrf-¥f' shifted direct administrative 
l e sp o nsibility for pcoject grants firom die Federal Government to the 
designated MCH State units in 1974^ Federal funding for existin g prefects 
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» folded into the MCH State allocation. This brought many rural States 
a windfall and left some large industrial States shortchanged, because 
rural States are favored in the general MCH finding fonnuU and because 
urban States mviously had the bulk of project grant ft™*-^ To 
compensate. Congress provided for Supplemental -Section 516 fUnds to 
be d&mibuted among States receiving fewer dollars under the new 
anaagement. But these States have not received an increase in funds for 
nu^x^yeazs— despite their significant populations of inncr-aty poor— 

wdiile rural States have. . . ^ wi— • 

Many of the problems with Title V date to its ongm. The historic roots 
of Title V produced program directions that axe no longer in keepiDg wiUi 
health caretrcnds. When the Social Security Act was passed m 1935, the 
t^mi cHmate was not ready for a large-scale governmental role m the 
financing and provision of medical care. Most Title V agencies developed 

preventive care programs, such as prenatal care, well-child care, mmium- 
ations, vision and hearing screening, and most physicians were support- 
ive of their doing so. On the other hand, at least in most States, treatment 
was reservedforthe private physician or the bospitaL The MIC and CAY 
pro j e c t s had to t - ixiitiated by Federal grants to change this pattern. Even 
Jihenthe prwects were inade an integna pMt of the Sto^ 
through the program of projects, relatively few States with fimds available 
cfaooe to expand the comprchexisive care mod el statewide. 

As oaos in services became apparent. Congress created new. separately 
fondedpcograms, such as EPSDT, WIC, and Family Planning pro|ect 
srants, rather strengthening the Title V mandate or increasing its 
ao o r opr i ation. Originatly, funding for the Community Health Centers, 
H«dStart. and other Federal initiatives in service dcUveiy flowed 
from the Federal Govenmient, through the regional offices, to local 
sponsors. In most cases, the State health departments had no partm the 
Secisionmaking process. Recently, OMCH hBS been urs^ State Title V 
agencies to beocMue mvolvcd with the Federal prcgects through consulta- 
tion, fdanning, and tf^^^«*l assistance activities, but it will take time to 
overcome many years of inattention and interprogram hostJiQr. As a 
General Accounting OflRce report cites, the multiplici^ of congressionally 
mTnvff ft**^ child health programs, the fragmentation of efforts among 
several Federal agencies, and the lack of effective coc*rdination remam 
impediments to the delivery of conqweheDsive, high-quaHly services for 
children and pr^nant woman. 

Policies adopted by the Administration in the early 197(rs to reduce the 
authority of Federal agencies also shaped the TiUe V ptot^am. To offer 
more ftodbiHty to States and remove what were perceived as^)ccessive 
administrative burdens on them, inany mechanisins for accountiOiBU^ 
reporting were abolished, and Federal staff positions re^onsible for 
ovCTsee^g these functions were eliminated. Now the need to restore 
acconntabiUty and provide effective Federal leadership is cnticaL 
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Despite these problem** the Panel is convinced that the Federal. State, 
and local ag^ttr i fff adm'ni'l**^ **!! xitu v could provide effective leadership 
m im proving health care for children and pregnant women. Given a clear 
statutory mandate and increased Federal support, the Pamel bdteves these 
ag T fnfirt can make mi^or strides in achieving the goal of a comprehensive 
and nr^ ml i nntrd system of high-quality matenuU and child health 
ser vi ces — a system that will assure children and prrtgnant women access to 
the ser v i ce s most essential to their health and dev el opment, and that will 
make available the heaidi services required for the success of other 
federalhr ftmded programs, including WIC. PX. 94-142, Head Start, aud 
Medicaid*s EPSDT. 

The P*nel*s basic iqpproach to strengthening the Title V Program is: 
first, to assign State agencies broad re^Kmsibility for planning^ advocacy, 
quality assurance and other activities to promote the quality and 
availability of maternal and ^uld health services throughout the State; 
and second, to direct tbeie agencies to use grant funds to siq>port certain 
needed services, especially in medically underserved areas. A complemen- 
tary axKi sup por ti ve role is proposed for the Federal Title V agency, 
including •^^♦i**^ mifiimiim scTvicc and provider requirements, providing 
tTi*hnir*^ assistance, and monitoring State activities to assure all Federal 
and State objectives are met. To further enhance the Title V program, the 
Panel also rrr ommm d s : 

• the creation of national and State advisory committees on 
maternal and child health 

• imp rovements in Federal and State mechanfsnis to assure ac- 
countability 

• an increase in Federal funding for Htle V as well as a sinq>ler and 
more equitable approadli to distributing these funds 

To implement these reco mm endations, the Panel advocates miyor 
revisicms of the Title V l^slation, as wcU as regulatory and administrative 
policies to carry out the prK^>osed statutory changes. The Panel recognizes 
diat some <^ its pro po sa ls could be inqdemented imder existing legislative 
authority. Ho w ever , the comiUned need to recast the purpose of Uie 
program and to establish mechanisms and administrative respo n sibilities 
to ensure that these purposes are achieved does warrant legislative action. 
Congress has reviewed and modified the Title V legislation approximately 
every 10 years. The last amendments to the law were enacted in 1967; 
therefore, the Panel bebeves it is appr o pr iate that Congress r e as s es s the 
Title V progra m and its l^jjolatxve structure at this time. 

The Fftnd urges that new legislation include as the purpose of the Htle 
V program the development <^ a comprehensive and coordinated system 
of health care for women and children, with special emphasis given to four 
pri or i t y services. These are: 

• c ompreh ensive prenatal, delivery, and postnatal care 

• co wn p r e h ensiwe primary and prev entive care for children from 
birth through age S 

• family planning services 
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A New Role for State Title V A«encice 

Tlie Icimriitinn ahould also aet out the mission of the State Title V 
Mtmrif • to develop and in^lemeat a plan to assure statewide accessibili- 
ty to higb-mialtty co mp r eh ensive maternal and child health care 
Mvices.>^To cany oat nritTiiTn. tete a| e nc ie s should be requ ited to 
plaxi pfomote iiuptci ve m ents in (he qnanQf • a v s il a hili y, and aooessi- 
bffity of maternal and child health care services for all women and 
children, and to provide grant ftands to su| ipo rt required services, 
especially in medically underserved areas with hign concentrations of low- 
and moderate-inooKne fiunilies. 

Hie Panel leaKxea that State agencies admsnistenng Htle V may 
fu.iH>i«Uii^ > other State and Federal Amds ft* services and activities 
affecting the health of women and children. In volume I of this Report, 
the Panel suggests that, to the extent practical. States organize all maternal 
and health pfogrmms under a State Maternal and Child Health 

Anthoiity tfiat would wocfc coopemtiveiy with other gove rn ment al unitt to 
achieve national policy objectives in maternal and child health and mm ta l 
heaUh services and iOness prevention.i« However, the Panel believes that 
the Federal Title V a pp ropr i ation and the recpiired State ma to hing funds 
should be used for the specific functions and services pr opo s ed here. 



As part of the Federal p|««««ig r e quirem ents, the Title V legislation 
shonldiequire State Title V agencies to subdivide the State into regional 
service delivery areas that are ^mmp**^"^ with, but not necessa r ily the 
same as, the health ptamting areas required by the National Health 
Planning and Resources Development Act. The State agency should be 
r eq uir ed to monitor the health status of dukfaen and pregnant women in 
oidb area, determine their needs for heatdi services, induding nutritional 
services, and assess the capability of eristTng resources to meet these 
ifteeds. Based on ***** assessment, the agen^ should prepare a plan for 
developing new resources and upgrading and expanding exis t i ng ones. 

The plan should identify the strat^^iies— indwling advocacy, cowtfina- 



tkm, quahw assurance, technical assistance, training, and direct funding — 
that win be used to inq^cment the plan, and should ^»cify the timetaUe 
for adieving each cAgective. A State m^t determine, for exan^le, that in 
a particular service area there was a need to expand Title V health 
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<Jepartmcnt services from well-child conferences into pediatric ambulatory 
services providing comprehensive primary care. This objective migh t be 
achieved in 18 months, during whi^ the State agency staff would provide 
assistance in pr^>aring the Htle V grant application, make the grant 
award, and continue to provide the management and program assistance 
seeded to complete the conversion. Or a State agency might determine 
that adequate services would be available if a specific facility improved 
the quality of its service, and that this objective could be achieved through 
monitoring, tr^h-^^'^'* assistance, and training over the course of 9 months. 

In carrying out these planning functions, the State agency should be 
TTi?^«Hat^ to give special attention to the needs of women and children for 
the four priority services identified by the PaneL Indeed, the statute 
should require that State agencies specify how these services will be made 
available throughout the State. 

Because of the importance of developing maternal and child health 
resources that will improve the effectiveness of other Federal programs, 
the Panel recommends that States be required by statute to include in 
their plan specific information about the coordination of maternal and 
child health services with other related programs. States should be 
required, for example, to identify how specialized services for handi- 
capped children will be coordinated with the implementation of P.L. 
94—142, how preventive and treatment services funded or planned by the 
State Title V agency will be coordinated with EPSDT, -"md how each of 
these services will be made available to children in Head Start. States also 
should be required to describe joint efforts with the E>eveiopmental 
Disabilities Program and the Supplemental Security Income program of 
services to disabled children. Moreover, the Panel recommends that the 
Title V agency be directed to assume responsibility for developing the 
WIC service plan, provided it meets the affirmative action and other 
requirements prescribed by Congress and the Department of 
Agriculture." All such planning must be carried out with the involvement 
of the State agencies or Federal r^onal offices responsible for adminis- 
tering these programs. Eac^ agency would have to review and approve 
relevant components of the Title V plan. 

It is imperative that this plan be consistent with the generic State Health 
Plan submitted to the Secretary under the requirements of the National 
Health Planning and Resources Development Act. Although the Title V 
plan would contain detailed information on maternal and child health 
services, strat^es for change, and other issuer specific to Title V, it would 
also contain certain information, such as health indicators and service 
needs, that must comport with the comprehensive health plan for the 
State. For this reason, the Panel strongly recommends that the Title V 
legislation require State Title V agencies to coordirate and cooperate with 
the State and local agencies — the State Health Coordinati ng Council 
(SHCO, the State Health Plaoning and Developmental Agency <SHPDA) 
and the Health Systems Agencies (HSAs) — responsible for developing the 
State health plan. The Panel also recommends that the Heal^ Planning 



I'^Thf. p^^K ^ «^-»«^.«H « . wi it* H i « M« ion rm WTC in di«pter 4, of this vcH^fpg. that LTSPA requigg State 
m p-^t^m admmsstexix^ tbe WIC progmn to adopt litis plan. 
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Act be amended to expand the present requirements for maternal and 
child health care services and to add e;q>licit language requiring a joint 
effort with the State TiUe V agencies. 

The process used to prepare these planning documents probably wili 
vary from State to State. The Panel expects, however^ that the SHPDA's 
appropriate responsibility would be to compile demographic data and 
information on available maternal and child health resources. Title V 
agencies, because of their clinical and pro^^tm esqpcrtise, would be 
respon^ble for assessing the adequacy of existing resources and jud^g 
the need for new and improved services. R^ardless of the exact division 
of responsibility, it is essential that State and local Title V agencies present 
their views to the SHPDA and HSAs through testimony, m pubUc 
meetings and, informally, through routine staff communications. 

Reqairements for Promoting Quality and Accessibility of Services 

The statutory requirements placed on the States for promoting the 
availability, accessibility, and quality of maternal and child health care 
throughout the State should include advocacy, technical as^stance and 
training, quality assurance, coordination, and similar activiti^ The 
statute should require these activities to be broadly focused and to iiivolve 
other publicly si^>ported programs serving the bealth needs of children 
and pregnant women, including comprehensive health care centers, other 
primary care centers, family planning clinics, and inpatient and outpatient 
hospital departments. 

The Panel envisions that State agency activities to improve the 
avaikibility and quality of the maternal and child health care system might 
include, for example: 

• persuading providers to supplement the services they now offer to 
include family planning or other needed services 

• assisting appropriate local agencies in preparing a grant applica- 
tion for Title V or other funds 

• providing training on prenatal risk screening to health department 
clinics, CHCs, and other programs sca-ving pregnant women 

« fostering the development of citizen advocacy groups for im- 
proved maternal and child health care 

• establishing standards and monitoring mec hani sms for Title V 
and other services, such as the medical and health services 
required as "related services" imder P.L. 94-142 

State agencies wiU not always be able to carry out these mandates 
directly. Bureaucratic constraints, insufficient resources, or lack of 
expertise may present obstacles, particularly in the area of advocacy. 
Legislation should, therefcre. require States to achieve their objectives, 
when nz-ccssary, through contractual arrangements with appropriate 
public or private nonprofit organizations in the State. 

Requirements for Service Programs 

The other major function of State Title V agencies is the funding of 
MCH service programs. The Panel has several proposals it believes will 
result in better use of resources and increased program accoimtabihty. 
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The P^el recommends that the Title V statute specify that grant 
awards foe made in each service delivery area in accordance with the 
obfectives specified in the State Title V plan. The priority services — 
prenatal care» care for young children^ care for handicapped and 
chronically ill chil^en, and family planning — should be funded first. 
Meeting these priorities requires a service system comprised both of 
community-based primary care programs and r^;ionalized programs in 
perinatal care, and secondary and tertiary care for specified handicapping 
and chronic conditions. 

CJrant funds should be used primarily to e?q>and existing MCH 
programs and to establish new ones in order to build a coordinated system 
of comprehensive^ high-quality health services for children and pregnant 
women, especially in medically underserved areas that have a high 
concentration of low- and moderate-income families. Any agen^ that can 
provide the services needed in its service delivery area and that meets all 
Federal and State provider standards should be eligible for grant funds. 
Standards prescribed by Federal statute should require that providers: 

• meet all mfnimum service and quality standards for level and type 
of care p rescribed by Federal and State regulation 

• provide patients, at a single site or through linkages with other 
levels of care, all preventive^ primary, and ^>ecialized services 

• provide a c ompreh ensive child health assessment and comprehen- 
sive health assessment for pregnant women, as appropriate 

• provide outreach and foUowup services 

• assure access to care through reasonable operating hours, provi- 
sion for transportation and child care services, and other appropri- 
ate policies and m^^s^-nj^sm^ 

• have cooperative arrangements with other sources of health care, 
including, as a ppr o pr iate, pediatriinans, obstetricians, hospitals, 
local WIC sponsors, federally funded clinics. Community Mental 
Healdi Centers, and social service agencies 

• have cooperative arrangements with Head Start and day care 
projects, schools, family planning cHnics, and other sources of 
referral 

m undertake resf>onsibility, as appropriate, in conjunction with local 
educational agencies for child-find activities and for diagaostic, 
evaluatrDn, and health services required under PX* 94—142 

• establish internal procedures to assure program accountability, 
quality, and appropri ateness of services 

m maintain current health records for all patients 

m make Tnaximiim use of new health profSessionals, such as nurse 
practitioners and physician assistants, and employ members of the 
community in app ropri ate positions 
m develop and use an advisory board with a majority of consumers, 
at least half of whom must be users of the program 
The statute should direct States to establish additional service require- 
ments for the identification and treatment of certain types of illnesses, 
conditions, or disorders prevalent throughout the State or in a particular 
service delivery area* For example, a State with lead mines in certain 
service areas might require Title V providers to test all children receiving 
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services there for lead pcrisomng. Another State might have ^ f J 
SouAeast Asian xefugees and determine that each imm^^ 

be given a p pio priate tests for tuberculosis. , 

-me V^islation should provide that grants be awarded competttivety. 
State aisenxl^ should carefully define needed services and the fimdmg 
availa:^ to support them. Proposals then should be sohated ftom an 
oualified providers. Consistent with its conviction that many types of 
Provider resources can and should be involved in the delivery of maternal 
imd child health care, the Panel expects that eligible providers would 
imdode hospital ambulatory care centers, federally funded primary care 
centers, HMOs, and group practices of private physicians, m addition to 
^^th d«»artmlatekiid the MIC and C&Y caters. Grants should 
be made to the local or n^onal health provider that meets the provider 
standards and can best provide and make accessible a particular type or 
Icvdof service required by the plan. , « , j 

To minimize disruption in services, however. Jie I^el recominencte 
that for the first 3 years the law is in effect. State TiUe V agencies should 
have the «>tion of giving s^>ecial preference to health depMtments and 
other curnmt recipients of Title V fimds. Ouring that tmic, the State Tide 
V ascency should help these programs meet provider requirements and 
corS«m with the Title V plan. After the 3-year grace period, any r»«pent 
of Title V funds Di^iich did not satisfy all requirements could lose Title v 
support to a more qualified provider. If, however, there were no qualified 
atonative provider, the current recifrient could continue to receive Tide V 
funds so ttot women and children would not be cut off firom services. 
Hto^w Ac sS^^gency would monitor such providers closely and 
continue 'to give tec±aiical assistance aimed at bringing about necessary 

pfocxam improvements. . 

Panel recommends also that the statute set out requirements 
pertaining to the use of grant funds, limiting allowable coste to: 
i^sonable administrative expenses, the cost of care provided to individu- 
als not covered by Title XIX or private insurers, and the cost of certam 
services ^including outreach and health education— which are not reim- 
bursed under Title XEX or private insurance. As needed, "start-up" costs 
assooated with developii^ a new program or resource should also be 

OOVCXCd* M mm 

To assure that maternal and chfld tealth resources are available to as 
many as possible who require them, the Panel recommends that States be 
permitted to establish cost-sharing requirements for patients, provKled 
Sat they are charged in accordance with their abiKty to pay. Services nrast 
be provided free of charge, however, to patients v^iiose mcomc. after 
adiiutins for family medical and health-related e3q>enses. >s ^t or below a 
Stite-^*lished rite set between 125 and 195 percent of the fedrally 
defined poverty leveL" Additionally, no patient should l>c charged for 
diagnostic or preventive services. 
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The Paziid proposes several additional le^slative provisiQiis relatixijg to 
the ovexaU adznmistratiQn of State Title V agencies* The Pand recom- 
mends^ for exanqde; diat not more than 25 p erce n t of a Staters allotment 
be esqpended on admfnistrative, planning^ and advocacy activities; the 
remainder should be used for service project grants. The Panel recom- 
mends also that Title V agencies be mandated to have a full-time staff who 
meet all the qualifications and requirements prescribed by the regulation. 
The Panel expects that Title V agencies will be organized according to 
broad functiorrs, such as planning^ quality assurance, and service delivery, 
but that within service delivery there will continue to be one unit widi 
^>ecial responsibility for maternal and child health services and another 
with responsibility for specialized health services to handicapped 
children.^ 

Another is that State Title V agencies be TTtfln<f?^trff to establish an 
appeals process for service programs that are disapproved for fundings or 
judged not to satisfy quality assurance standards^ The process should 
provide for a State-level appeal^ and then an a|^>eal to the Federal 
regional offices. 

To provide assistance and oversight to die State Title V agency and to 
advocate the health needs of mothers and children within State govern- 
ments, the Panel recommends further that each State be required by 
legislation to create a Maternal and Child Health Advisory Council 
ap p oin ted by the governor. The majority of the council members should 
be knowledgeable citizens (not health professionalsX^ at least half of 
whom must be users of Title V and other publicly siqspcnted MOH 
programs. Other Council members should be members of various 
professions providing maternal and child health car^ especially primary 
care, as well as planners and administrators of maternal and child health 
services* This Council must have responsibihty for ™^^"g recommen* 
dations to the governor and Sta«e Legislature on all State policies affecting 
the quality and accessibility of maternal and child health services, and to 
the State Htle V agen^ director on the State lide V {dan, the plan for 
service program grant awards, and all matters of gen e ra l agency policy.^^ 

The Panel recommends the statute specify that to receive Federal 
fundings State Title V agencies must Sidmiit a 3-year plan. The plan 
should contain all needs assessment, health status and other data, and 
information required by the Federal agency, and should ^>ecify perfor- 
mance objectives for each year and the strategies to achieve them. It 
should also contain information on stafnng. State monitoring, and other 
ailfiiinistrative efforts. 
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^'Sse vofaBiie I..dk^Mer ii^ fat- • fan M mt- ^ wmm i ^ j^tfc^ ^m^^m ■wf^#i^%^ ^■^.,fi |„;„ g ^i^^ pmpuwr 

aadiqie of tihe proposed Sfte Advisory Copncils, 
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Finalty, the Pand urges that the revised TiUe V statute «^^p^^ 
for StatS that arc in substantial noncomphance with F^^^^^f^^ 
mlote^that consistcntK are unable to meet reasonable perfomjancc 
^^"^^'^Tlas^the Federal -d-^^^^^^ 
auAorized to withhold from the State agency ^ or part o*^^^^*^^ 

vlSocation. It should mAice arrangements forjfliese l^^ 
^^^nistered temporarily by the Federal agency Ehrortor anoth«^State 
^^Sr <STpriv^nonWfit organization, so that mdividuak scrvedby 
^S^ ^^ams in the State 1«)oSd not be penahzed. Ehie proo^ 
™S«^oS^Suding written notice, an opportunity for a hcarm^ W 
SelSit to reconsideration after a 9^y penod-should be made 
available to the States. 

Bureau of Maternal and ChUd HeaWi Services 

Legislative Autiiority 

The legislation should provide that the Title Vpr^gc^ be 
ad^S by a Bureau of Matern^ and CMd Hea^^c^ 
SSctS) within an appropriate agency of the Public Health S«^oc.^J^ 
^^^in volume I, Ae Panel recommends ^t thcS^rret^ofMHS 
^^^a Maternal and Child Health Admmistration ^CHA) to 
or^^ ^e^^^tion of all health care services to children and 
^J^t ^or^ If this Administration is created, the Bureau snould be 

^""^^s^^^ould enumerate the duties of the Director of the BMCHS, 
in^^g^^^^ty for administering Title V, 
tiomfofil^plemenlation, and ensuring 

™Jf;«^-ints- Mvine out a Federal discretionary grant pro-am of 
^S^^SS^u^^l ^onstration projects; and advo^ ^der^ 
toi^ove the deUvery of maternal and child health services 

^^^^S^' should provide that a discretionary S^VPrc^.^ p^ 
be d^e^S by the Director and approved by the proposed National 
^a^^^S Chad Health Commis^on.^* PubUc and private nonprofit 
^S^^ i^tStions should be allowed to compete for these 
^^^^U^tions reviewed in an open and fair 

^e^^l^ttee to evaluate proposals and recommend fundmg to the 
Title V Program administrator. 

«Onc!>««In«»bcr<li««tedftomthi.i«om^ 
»see volume I, ctopua- 1 1. for a fiOI d»cu»ion of the sm«^ «^ 
iwr. te^lLe p«po«a for tbe Niitkmjd Mmt^ 
later m this cfampter. 
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The law should ^>ecify that research grants be used to fund projects 
that will contribute new knowledge about efTective clmical mterventions 
and impro ved organizati<m of maternal and dhiid health services. Training 
grants should be used for degre e and other training programs that will 
assure an adequate supply of nati<»Dtal experts in matenial and child health 
p(^<7, as well as admisistrative and clinical staff in the maternal and 
child health fiidd, with ^>ecial emphasis on devdoping staff from 
communities receiving Tide V services. Training grants also should be 
used for conferences and programs to familiarize administrators, provid- 
ers, and interested citizens with obstacles and solutions to establishing 
comprehensive maternal and child health service systems. Demonstration 
project grants should be used to fund projects that test innovative 
approaches to service delivery, or that promote effective methods of 
advocacy* 

in order fbr the Bureau to cany out its broad n^apH^t^^ the P^el 
recommends diat the Title V legislation require the Bureau to have a 
cen tra l and regional office staff with sufficient capacity and administra- 
tive, planning, and clinical expertise. 

Senrice and Provider Standards 

One of the Bureau*s primary responsibilities will be the prompt i^iat^cc 
of regulations and guidelines to implement the new le^slative policies. 
Minimum service req uir e m e n ts for certain levels and types of services* 
such as preventive services for children, care for women with high-risk 
pi^gnancies, and specialized services to handicapped children, must be set 
by r^^tlation. These should specify the components of each level or type 
of service, as well as national standards for personnel, facilities, and 
deliveiy of care* The Panel believes the standard-setting procedure should 
be a public process, and should continue to be undertaken in collabora- 
tion with the relevant professional and institutional groups, such as the 
American Academy of Pediatrics, the American CoU^e of Obstetricians 
and Gynecologists, the American Nurses' Association, the American 
Medice! Association, and the National Medical Asso^ation. It should 
also involve particq>ation by other Federal programs administering MCH 
service programs and by child health advocacy groups. 

The r^ulations ^ould include a waiver poU^ for all federally 
established standards to cover limited instances where there is adequate 
justification for making an exertion, such as the inability to obtain 
personnel with certain credentials in isolated areas. Federal regulations 
should also prescr ibe miTiTTTWTn expectations fbr monitoring performance: 
for example, how often records should be reviewed, who should conduct 
the audit, how large a san^le is required, and when procedures other than 
record reviews are essential. The final standards and procedures should be 
reviewed and approved by the proposed Maternal and Child Health 
Commission. Each State Title V agency should have the <^tion of setting 
higher standards for the programs within its boundaries, with the approval 
of its State Maternal and Child Health CounciL 
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The imilations also should set out requirements for the contents of an 
approved State plan. These should include a full description of the State's 
maternal and diild health objectives, timetables, and stxat^es. The plan 
should provide basic information regarding the d es i gnat ed service delivery 
areas, needs assessment method and findings^ and procedures and cntena 
used to set priorities. In addition, service and provider standards, and aU 
other pcogrammatic, administrative, and budgetary information needed to 
assure compliance with Title V should be included. As part of these 
requirements, the Panel beUeves the Director may find it necessary, for 
Gcample, to require States to outline their strategy for reducing mental 
retardation and infant and maternal mortality. 

Fiirthermore, the regulations should establish data coUection and 
reporting requirements for State agencies. In particular, *he Itoel 
recCTumends that State agencies coUect three types of data, each of ^ch 
can be analyzed and presented in different ways to meet different pohcy 
needs incfaiding accountabihty to BMCHS and internal agency manage- 
ment, as well as planning, quality assurance, and other State activities- 
These da.ta are: 

• Management ijafonnation on receipt of services and use of funds, 
including the number and types of individuals served, services 
provided, provider characteristics, and Title V C3q>enditur«. 

• Service program, evaluation data, including data pertaining to 
services provided, populations served, and expected health out- 
comes measured against specific goals and objectives, as well as 
periodic and systematic on-site evaluations. 

• PoUcy-reiated epidemiologicaJ data on health status and health 
care access, induing problem-specific record reviews, such as 
studies of the antecedents of infant mortality based on bnlang 
birth and death records, or of the geographic distribution of 
women who receive inadequate prenatal care, or schools with low 
immunization rates. 

The most inmortant requirement is that the Bureau design a practical 
reporting system that will aUow it to assess program performance and to 
m^mace Title V funds more effectively. One component is nee^ to 
collect and analyze data on the use of Title V funds by Stetes. 
Examination of the budgets of several of the current State Title V 
programs should suggest categories of expenditures, such as planmng or 
Scnace program funding, that all States could be required to use. An^er 
component is needed to determine who receives what services and from 

^^^e Panel recommends that an expert committee be assembled to 
determine basic data needs and to estabhsh a single comprehensive 
reporting system for the State Title V agencies. This system should be 
consistent and compatible with other relevant reporting systems, such as 
those for the EPSDT, Famfly Planning, and WIC programs. In a<Wition, it 
should provide for tracking changes in the health status of children and 
pregnaiJt women served under Titie V. The committee shoiUd meet 
^tnmia^ to examine aggregated State data, determine its vabdity and 



itnrrfhlnr«s, aaad make any necessaxy mo^Scs^'^ ^ 
sysieni. 



Federal .Adiri^fes 

To aasme that efforts and policies of the fiare^** ^ffJ^^^^^irdifi^^f^^!^ 

ith the ^iSr^^r^ 



„ ^^^^"^of^ts 

and diildicn, the Band recommends the* in<^^''^oJ^^^re0'^^oce(i 
developed. In particular, since many of the otb^ ^l^'^^y ^^fved ixi 
pvQ^Eams such as die Commumty Health Centers ^^^^^^ ii>^«boald 
qpaiBty assurance tfaroos^ their funding ageocxc^ ^^CUf^^ for 

d e v e l op agreements widi tfiese agencies so fh^t ibc $tas>^^ 
care of women and duldTezi arc instituted by both S^^'^S^-, ^itie. iti 

In addition to worim^ widi FHS's Bureau ^T^^ Pl^^'^^^the 



devisn^ rqi;Qlations for the maternal and cbild 
State HealthFlan* the BMCHS should issue gui<J«*^Jfl_J^ Sta«^^M the 
j^encies, SHFDAs, SHCXZs, and HSAs to assist tb«i>^ ^^^«i^t8^^ 
implications for women and children of decisions lOB^ ^^^^ert>^^tJFF^ 
Need (CON) i^jpiications. Proposed Use of ^c^^JfrJ^W ^fsfaliti 
reviews, and A p propria t eness Reviews. Even \^ea ^ Kv!^^ct azKl 
under review is not ^xcifically designated for **^f_^ cix0<j^^^ernal 
pcegnant women, HSAs should consider the possible *^°P^ ^ fp^^ 



and child health care. 



Finaify, the Panel wishes to stress the iiiq'<'**f''2i^^^ 4^*^^?^^ 



conq,et«Sce in program monitoring and t^^^^^^^^^ _ 
Federal Title V oflBce and particulariy in OHHS's 10 o^^^ 



f*eaerai izue v omce ana particularly m i^±uis^s ,^tin^^ off^'^rtjaJity 
cany out their new mandates for planning and P^°^^^^ ^ hi^l^Sdc V 
co mpiehensiv e service system for women and ch3|^^» Sitat^ ^ will 
agencies will need considerable guidance and ^"^'^'^^ ^Hd ^'J^ooal 
lequiie dose momtoii]^ in technical assistance ^'^l^S?^^^ ^^^^vice 
oflSces should conduct workshops to exfdain Fcde«**J^*iiij^^^j> lliey 
and provider standards and to teach methods of nx^*^]^^ tj^j^lir/l^^te 
also should hold workshops on planning rcquireflJ****^^"^^ ^kills' T^^a& 
assistance in both areas should be provided as ^C^^LJ^ xnC^j^tstc 
BMCHS staff should take an aggressive stance j» ^vider 
agencies are mrrtrng approved quality assuraaice ^'^^iT^'^'ice f^^ 
objectives and fiitfilKng all other related Federal reqoi^'^^^K 



To achieve the purposes of this new 

re a substaiiti^ ^Tr^ iff \f^^ 



State admrnisterii^ agencies wiH require a substaflt*^*^^ in ^ 58OO 

fmufin^ The Panel recommends that Congress appi^^^'P^^ %t Ic^^ 
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nuDBOii per year, just over twice the amount cnrrently appropnated. This 
lujidii^ increase, along with other recomm end a t i o ns, wll enable Htle V 
agencies to bring essential maternal and child health services to women 
and i^xildren now classified as "medically underserved.** It will also make 
available health services that will increase the eflfectiveness of many other 
fedendfy supported programs, including WIC, PX. 94-142, Head Start, 
Medicaid, and EPSDT. 

Moreover, because of the priority that would be given to pnmary care, 
additional funding would, in the long run, show a positive cost-boi^ 
xntio. Prenatal and family planning services reduce the costs associated 
with the delivery and care of premature and low-birth-wei^t infants. 
CoomtdiensEve care for all children through age 5 reduces costly 
emergency room vsa^ and ho^talization. In addition, improved services 
far handicapped children should reduce dependency, and ai^;mented 
pr^igp awvi^ of prevention should reduce illness and u^uiy, so that there 
would be cost savings in these areas as welL _ 

Assuming the recommended increase in ap pr opr iations is adopted, ttxe 
Panel brieves that Congress most revise and simplify the formulas for 
apportioning Federal funds between State and Federal activities and 
^^Hbuting them among the States. The Panel recommends that up to 20 
percent o€ the total a ppro pr i ation should be retained by the Director of 
Bureau of Maternal and Ould Health Services to use at his or her 
discretion to support training, research, and demonstration projects. The 
xemainder should be allocated mong the States by using a formula &at 
saves each State a basic grani. plus an amount reflecting relative need 
Snong the States.^^ Relative need could be established by using the 
com^iation of infant mortality and morbidity rates and adjusted per 
^apitA income.^ The Panel suggests that Ccmgress request a separate 
TOmnrittec, perhaps the National Maternal and Child Health Ccwmssion 
proposed by the Panel, to make specific recommendations re garding this 
and other aspects of the formula. . 

The philosophy bdiind the Pand's financrng recommendation for XiUe 
V is that States must be given an adequate budget, based largely u^n 
seed, and that they must be permitted flexibiU^ in expending fund^ For 
this reason, the Panel urges that the current practice of de sign a t i ng fimds 
for MCH and CC purposes be discontinued, aand that States receive Uiot 
Federal aUocation in the form of a single grant.^ States shoiUd be requued, 
however, to provide a cash match for the Federal Title V grant of an 
amount at least equal to 30 percent of the total, and to provide assurances 
diat current Tn*tr.>ii«g levels wfifl be maintained. In the third quarto- of 
each fiscal year, any State that has not committed any portion of its 
Federal funds should be required to return those funds to the Bureau 
Director so that they may be awarded, with no match requirement, to a 
program in the State that is able to provide a service identified m the State 
plan. 



I ftaa this i c c o BiBirn da t i oii . See appendix C this woIb 

»ll»lbcii«la would «limin«e tl«««hot«u^ 
^ ^TT*— >t-i jp T'^^ m »he total app ropr i atif^. the Pand bdievcs that ao State woold be 
ftiiMfing thanit cm r cB tty 1 
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Ntiiwirf Mate! mi and ChOd lieaUfa OwnmKsino 



Fxmlly, the Paoei recommends that Title V Irgiidntion be the vehicle for 
a lAJiyess iopally mandated Matkmal Commission on Mater- 
nal and Onld Health c har ged with serving as an advocate for the health 
niffcds o^" children and pt'c^iumt women. The Commission's duties should 

m rcparUng, evay 3 years to C on gre ss ^ the DHHS Secretary, the 
Assistant Secretary for He^Jth, and the HCFA Administrator on 
the hcaMi status and service needs of children and pregnant 
women, and rrr5?mnv**^^«g Federal poBc^ changes afmrd at 
iumfovmg the efiBciency and eflRpctiveuess of* programs afifecting 
the delivery and financtx^oT these services 

m reporting periodica Tly to Congress, the DHHS Secretary, the 
Assistant Secretary for Healthy the HCFA Administrates, and 
other Federal agency I>irectors, as appropri ate, on Federal 
research and tuatning activities aJSecting the quality and availabOi- 
ty of maternal and child health services, and on regulatory 
activities related to substance and environmental risks to the 
health of children and pregnant women 

m conducting studies and reports to the public on the health 

To assure that sufiBcient guidance win be provided on the rn^emcnta- 
tion of the new Title V requirements. Congress should dir ect the 
Commission to establish a c ommi ttee witih special respo ns ibiHty for the 
Title V Pro gram ^ This ^^r^tw^^irt^ should be responsit^ for reviewing and 
approving the research, training and demonstratkm |HOfect plans for Title 
V, and 1 :?commendatians to the Director ot BMCHS on policy 

matters relatitig tc^ the general adminxstratioA of the Tilfe V Pr og ram, 

The Commission should be co mpris ed of ycactitioners m pediatrics, 
obstetrics, nursing and other healtib profes si on s engaged in providing 
primary care to dnidren and ^^^^f^^rtt wcHnen^ ytanners^ leseaxchers, and 
adnmmtrators in the maternal and child healdi Geid; and knovi^edgealde 
citizens^ at least half of whom must be users of Title V and other publicly 
supported Iwalth care services. Members should be appointed by the 
Secretary ofjyHHS for terms not to exceed 3 years, with one-third of the 
membership rotating ap^^ualfy* Stafif and financial support should be 
provided fiom the budget of the Secretary. 
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CHAFTTSt 3 



MEDICAID AND EPSDT 



MAJOR RECOMMENDATIONS 

• Mandate digitnHty for all duldTen and pw^ivint women whose 
£amSy income is at or below the federally established poverty 
Icvd, indodia^ rfifldrcn living in two-parent fanxQies, and first- 
timo-pragOA^ut 'women. 

• Require coverage of all rgincmtfal services for children and 
ptcgpaat w o meo y inchsding ap pr op riate obstetric, dental, mental 
li^wltli, fiTKf services. 

o Re<]oiie that certification for particqpation in Medicaid be 
extended to all qualified c ompr ehensive care providers meeting 
prescri bed requirements, and that reimbursement levels be sufiB- 
cient to assure adequate provider participation in the Medicaid 
program. 

• Tag»«KK*t> pnlwrW tr> ivnprrw^. tlig Rtate fldm iHisti atioit of Medicaid 
and its EPSDT program, rsproialTy the outreach, referral, and 
foOowup cony on e nts . 

• Require the estaUishment of minimum acceptable standards for 
^ f *»j^ii-;«*g and other preventive services, and for participating 

fwHWMTial incentives for States to achieve Federal objectives in 
maternal and child health care. 



PROGRAM XKESCRIFTION . 
AND ACCCH^fPUSHMENTS 

The Medicaid program^ Icy^atcid fay Htle X£X of the Social Security 
Act»^ was created by Oa^ress in 1965 to c mut e fina al access to health 
catfc Ibr^ie pooc Bmlt upon die wel&ze mr^^f^, M cc uc ai d is constructed 
as S;!JAatie-adniittttiered n**i^**^^ ««u«»j««#> program to reimburse provid- 
ers for heaMi care delivered to bcTifflcfaries. Farticipatioii is based upon 
eatitieimBnt^ and Fiedecal grants mat^ State ie3q>enditcires for the costs of 
MtMw services^ and lyrtcial services such as ou tr each, and 

: ' *IidB4K1ZSjC. Smct. 1396 ^mq,OSr»^ Supp, U 1978). 
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transpCTtatioii. Statutorily mnri'^^*^ program requirements are minimal: 
the law permits States wide latitude in determining digibOi^* covered 
services, and provider standards. 

Among the basic requirements ^>ecified in the l^;tslation arc those 
pj^r ta i n i n^ to digibfli^. Statcs participating in Medicai d axe required to 
cover persons who are ''categorically needy": all residents receiving public 
assistance under Aid to Families with £>cj>endent Children ( AFIXT), and 
most receiving assistance under Supplemental Security Income (SSI) for 
the aged, blind, and disabled. At State option, categorical coverage may 
be extended to financiaUy digiWe pr^;nant womm, and to famiUes in 
^i^cfa the father is unenqtoyed, if these groups arc not covered in the 
State's AFDC plan. Categorical coverage may also be extended to 
children of two-parent families which meet the AFDC income standard 
(the so-<:a]led "Ribicoff children"). However, States arc permitted by 
regulation to limit coverage for such childxen to certain **reasonaWc- 
subgroups, such as those in foster care or psychiatric ho^ritals. 

In addition. States are permitted to provide Medicaid benefits to the 
**mcdically needy." These are individuals whose family income exceeds 
the State's income eligibili^ standard, but who meet the AFDC or SSI 
cat^orical criteria and are unable to pay all or part of their medical 
expenses. Children from two-parent families may be included as well, 
financial eligibili^ for the medically needy program may be set at an 
amount up to 133 percent <rf" the State*s AFDC payment leveL As 
interpreted by the reg;ulations, individuals may, depenc^xg upon their 
income or medical e7q>enses, be required to "spend down" to the AFDC 
digibiHty level in order to receive Medicaid bauEfits. 

The statute also specifies minimum benefit requirements. For categori- 
cally eligible recipients and the <^tional groups subsumed under the 
categorical program, the law mandates coverage of certain basic services, 
including hospital, physician, laboratory and X-ray services, famify 
planning, and, for persons under 21, early and periodic screexxing, 
diagnosis, and treatment services. Other services, such as clinic services, 
prescription drugs, and physical therapy, may be provided at State option. 
For medically needy recipients, the State may either provide the 
mandatory service package or develop a diff«cnt package consisting of at 
least seven of any federally reinU>ursablc services. 

Regardless of whether a service is mandatory or optional, however, the 
State is free by statute and regulation to limit the amount, duration, and 
scope of coverage.^ In addition, the State may establish -nominal" cost- 
sharing requirements for any optional service to the categorically eligible 
and for all services to the medically needy. 

The requirement that States provide caiiy and periodic screening, 
diagnosis, and treatment (EPSDT) as a mandatory Medicaid service was 
established by the 1967 Title XIX Amendments, which were part of a 
larger package of broad-ranging amendments to the Social Security Act 
programs. Congress had become convinced that improving the health 
status of children from low-income families would require preventive 

^Thr imly'iTpT r*^*^*^ of this policy a the ngaUoxxy requiremeat that covcnge of m aernce must be 
-suflBcieat to Te«»ooabty achieve tt»p«ipo^"(Titk: 42 CJ^-R. Sect. W 1979). 
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health services typically not available under the existing Medicaid 
program. 

The I^jislative directive was vague, however, and the design as well as 
the inq>leziicntatiQn of EPSDT was left to the Department of Health, 
Education, and Welfare (DHEW).^ Agency regulations prescribed that, 
in addition to the services covered by a State's Medicaid plan, EPSDT 
treatment services must in^ude certain types of visual, hearing, and dental 
care. Also required is a specific screening package that must be available 
to all eligible diildren in accordance with the State-established schediile 
for periodic rescreening* 

New functional responsibilities mandated by DHEW further distinguish 
EPSDT from the general Medi;:aid program* Whereas Medicaid operates 
primarily as a vendor |>ay'jient program for medical services, EPSDT 
regulations require States to orovide or purchafr? the care and services 
necessary for identifying eligibie children, inf<»ming them of the EPSDT 
program, and assuring that needed pr ev en tive and curative services are 
provided. To meet these requirements. States are authorized to contract 
with local organizations to provide required medical or support services, 
enter into EPSDT provider a g r ee ments, and set separate reimbursement 
rates for a required set of screening and diagnostic services. 

In 1972, Congress, concerned over the States* sluggish implementation 
of EPSDT, amended Tide IV— A of the Social Security Act to include a 
penalty provision that would reduce a State's AFX>C grant by 1 percent 
for each quarter in which it was not in compliance with certain EPSDT 
requirements. The law specifies that this sanction is to be imposed against 
any State that fails to inform all AFDC recipients about EPSDT, provide 
aad arrange for screening when requested, and arrange for necessary 
corrective treatment* R^ulations base compliance on measurable out- 
come criteria, such as the percentage of children for whom screening and 
initial treatment have been completed during a specified time period. 

Federal administrative responsibility for the Medicaid Program rests 
with the HealA Care Financing Administration (HCFA) within the 
Department of Healdi and Human Services (DHH^. Administration of 
EPSDT is the special responsibility of HCFA^s Office of Child Health 
(OCH). 

An States but Arizona operate a Medicaid program* In most States* the 
administering agency is either a health or wdfare department, or an 
umbrella human services agency. To meet EPSDT requirements, however, 
a State Medicaid agency may assign responsibility far various functicms, 
including outreach^ screening, diagnosis, treatment, case management, 
azid transportation, to other departments within the State government. 
These agencies, in turn, may subcontract with local organizations to 
provide the required services. 

Medicaid is financed joindy by State and Federal funds, with the 
current Federal centribntion to the cos^ of medical services ranging from 
50 to T7j55 percent, depending on the average per capita, income of State 
residents. In FY 1979, State and Federal Medicaid e?Kpenditures were just 
under tnllion; the Federal share was $12.1 billion and the State share 

^lo Atptil 198Q» the D epar tment oTHralth^ Edacfttioiu «3fid Wet&rc was di vided buo two zad^>codcnt 
depsTtiMats: the Dqpwrtmegt cf Frtrnitio tt md the I>rip wtn ientof HeaHli and Honum Scrvioo, 
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was $93 bUlion- An estimated 2.14 million children were served by 

EPSDT thai year/ 

Prior to the enactment of the Medicaid legislauon, there were some 
poor women and children who had access to limited clinic and other 
health care services supported by Federal, State, and local funds. Millions, 
howler, depended upon the charity of public and pnvate health 
providers for needed health and medical care. Many were able to obtain 
Shis care, but many others could not. For those eligible, the Medicaid 
program has sul>stantially eliminated the financial barrier to the most 
cosSy health care services. Much evidence suggests that Medicaid tms 
exerted a significant positive impact on the use of medical services by 
children from low-income families. In fact, in simple quantitative terms, 
poor children now use medical services about as often as do affluent 
children.^ 

Moreover, the estabUshment of EPSDT has meant that other impedi- 
ments to appropriate care are now being addressed, with the result that 
many children who need medical services most are finaL y being brougjit 
into the health care system. EPSDT is demonstrating that aggressive 
preventive strategies — outreach, early diagnosis, and foUowup for treat- 
ment—arc effective, and indeed essential, to improving the health of the 
Nation's poor children. 

Meeting the objectives of EPSDT requires the marshaling of various 
health, mental health, social service, and other resources. Federal 
leadership is imperative, and the Department's recent efforts to design and 
implement a major "Child Health Strategy" are promoting improved 
coordination among all the programs having an impact upon child health. 
As part of this initiative, schools and school-based programs are being 
used to provide outreach and referral. Head Start children are moving 
toward full participation in EPSDT, and the Public Health Service (PHS) 
progi^ms increasingly are obtaining reimbursement under Medicaid. 



BASIS FOR RECOMMENDATIONS 

I>espite intensified Federal and State efforts to improve the administra- 
tion of Medicaid and EPSDT. wher -*ese programs are judged by the 
extent to which they assure children and pr<^nant women access to 
appropriate health care the results are disappointing. 

The failure of Medicaid and EPSDT to reach their full potential is 
largely attributable to the basic Federal statutory scheme imder which 
they operate. The legislation allows States extensive autonomy in setting 
benefit, eUgibOity, and provider participation poUcies. It requires the strict 

*This number insledes only chfldren reoehririg EPSDT assessment service* within the DHHS 
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estimate* that i Tyi.^rf^g children with up-to-date assessments who did i»t require an 
year would raise the total number of children reached by the program substantiaily. . 

CoiiH>arsblc figures for the number ofchildren and pregnant women served by the general MedK^ 

program are not avaiUbU. =!*hou^ Medicaid beneficiajies under age 21 received 10.7 million vmU or 

servyra*. the cyendir jres for winch totaled app rox i m a t ely M billion. 

5sec for example. Butler. J. A. and R. K_ Scotch. "Medicaid and Children: Some Recent Lessons and 

Reasonable Next S^cpsT PubUe Poiiey26: 6, and table 2, Wmter 1978. 



appKcatioxi of categorical and income standards in determining individual 
digibility. And, perfa^>s most important, it relies cm State financing 
initiative while offering little 'incentive for providing coniqprehensive 
service coverage or for assuring effective outreach and referral. In fact. 
States dcring a good job are faced with the greatest marginal e>q>enditures* 

Of nuyor concern to the Panel is the fact that Federal statutory policies 
govemix^ Medicaid eligibility are inadequate to assure that in each State 
an children and pregnant women from low-income families can partici- 
pate in Medicaid* Income eligibili^ standards vary considerably among 
States, ranging from a Ttiaximnm annual income of $2,244 for a family of 
four in Texas to $6,600 for a family of four in HawaiL Even accounting for 
difierences in cost of living, the eligibility level in Hawaii is set at an 
income which is twice as high as in Texas As a result of these income 
policies, nationwide an estimated 7 million children with family incomes 
at or below the federally defined poverty level are excluded from receiving 
Medicaid ben ef its^ 

In addition, many States ^oose not to extend coverage to optional 
groi^ps. Only 31 States cover first time pregnant women, only 30 cover 
families in which the father is unemployed, and only 20 provide benefits to 
all children of two-parent famihes which meet the AFDC income 
standard. Only 33 States provide benefits to the medically needy, and a 
number of States — striving to contain rising Medicaid expenditures — are 
either reducing the income eligibihty level for these benefits or not raising 
the level to keep pace with inflation. Many States also impose residency 
requirements that Hmit or exr^iude participation by migrant families. 
Moreover, certain cat^ories <if children, such as the children who are 
inmates of nonmedical pubhc institutions, are outside the scope of the 
Medicaid legislation itself. 

Even for children and pregnant women who do participate in the 
Medicaid program, continwd eligibility is always precarious. The family 
structure may change or family income may increase. Loss of eligibility 
often means that necessary treatment services are disrupted. One report 
showed that in the course of a single year, no less than 35 p>ercent of 
JEI^DT children lost eligibiUty for Medicaid.^ 

The Panel is also concerned that current Medicaid policy does not 
assure coverage of essential health services for children and pregnant 
women. For example, many States restrict coverage for prenatal care to 
fewer than the 13 visits recommended as a minimum by the American 
Cc^^e of Obstetricians and Gynecologists* Many also place arbitraxy 
limits on the number of physician visits and outpatient hospital visits by 
children. In addition, the m^ority of States either do not cover the 
optional diagnostic and treatment services that may be indicated as a 
result of an EPSDT screening, or they limit coverage of these services to 
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ScrritxM^ Ej^ n ditum. PuMicmtioii Number HCFA 79-20005* Baltimore* MdLi DHEW. Health Care 
^^""^■*C 1979 (ReviMd). 
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Wajdxmi^tofi Rea earch Project^ Itw: , 1977. p. 31. 
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less fh*" is accded. This is especially true for physical, ^>eech. and 
i^tional tbcnpy, pcescfiptioii drugs, prosthetic devices, and mental 



liealdi treatment services. The bias against reimibursing for outpatient 
psychiatric care is particularly strong. 

A serious problem for handicapped children is that some States disallow 
Medicaid xeimbursement for health services that are provided as part of 
an Individualized Education Program (lEP) required by the Education for 
AH Handiciqiped Children Act, Pi. 94-142, even though the services are 
inchided in the State's Medicaid Plan and delivered by a certified provider 
to a Medicaid^digible child. In these States, h andica p ped children 
actually arc losing entitlement to Medicaid-covered services as States shift 
fiscal x e yo nsibility from one agency to another.* 

Another aspect of inadequate service coverage is patient cost sh a ring , 
operative in many States. As permitted by statute, 15 States require 
dg<hictibl^^, coinsurance, or copayments few optional services to the 
catraoricaOy needy or for all services to the medically needy. Evidence 
available to the Panel strongly suggests that these policies present an 
economic barrier to care for the poorest participants. At the same time, 
they increase administrative costs substantially and generally do not 
reduce inappropriate service utilization.'** 

The sfaoitage of participating providers, especially of those able to 
assure the com^nrelMnsiveness and continuity of care that e Panel 
believes is essential, also hmits access to appropriate health care. Private 
physicians, particulaxiy obstetricians and family practitioners, often refuse 
to accept Medicaid patients because of extensive paperworic, delayed 
payment, racial and class prejudice, and particularly because of low 
rvmibursement. As has been well documented. Medicaid usually reim- 
burses private physicians at a rate below that provided by private 



Medicaid reimbursement policies pose special problems for health 
maintenance organizations (HMOs) and for cEinics, including hospital 
outpatient departments. Community Health Centers, maternal and infant 
care prefects, public health departments, and cr^>pled children's service 
programs. Most States have not established capitation reimbursement for 
health maintenance organizations and many do not provide coverage for 
clinic services. As a result, they often exclude important providers of 
conmrshensive care. Further, if HMOs and clinics arc reimbursed for fee- 
for-scfvice physician care, they usually receive an amount considerably 
below their cost. 

Care rendered by nonphysician personnel, such as nurse practitioners 
and nurse midwives, is not covered at all in most States, even when it is 
provided in a clinic or HMO setting. Reimbursement for psychiatric social 
workers and clinical psychologists providing mental health treatment 



rA» di««Md m chapter 5 of thi. vohaiie. nwiflSa^ 
local cdiie«tk« «8H»c« to •b«rt> the toc.1 oort of health and 

■Oktocmer. M. -Co-fM^nientm for Amtmtoiory Owe: Ptai^-W«e and Pooad-Footish.-* MDcfieai Gue 13: 

457, June 1975. _ . , . 

"CbmpcnOerCeaenlof the Umnd Stmiia^ Cicaaal Atxamaxa^OtGec. BeO^ 

, jVttxtod to Stmagthcn Feeder*! E/Toct* to Intprorc Fngamaey Outctme: Report to CoogrcMw. 
, OXLz U.S. Go«*«nuiieiit Fnntir^ Office. 190Q. 



46 



58 



services in a Commumty Mental Health Center or other organized care 
setting is even rarer. The effect of these policies is to force health care 
institutiQns either to fore^ Medicaid i>aynient for these services, or to 
obtain payment by trilling for reimbursement as a physician visit. 

The Panel believes that in addition to the restrictive eligibUity, benefit, 
and provider reimbursement i>olicies adopted by the States, insufficient 
administ rative capacity has limited the success of Medicaid and especially 
the EPSDT program. State Medicaid agencies generally received EPSDT 
with confusion and even disinterest. Many were inexperienced in assuring 
the availabilily and quality of health care services, and most were totally 
unaccustomed to iWiking out beneficiaries and ««gtgting them in arraneing 
for the delivery of services. 

In many cases. State agencies have not done enough to overcome these 
initial administrative problems and have not adequatefy assumed respon- 
sibility for assuring that the goals of the EPSOT program are achieved. 
Nationally, only a small percentage of the children eligible for EPSDT 
have been screened because most States have not been aggressive in 
providing outreach, especially community-based outreach and other 
methods known to be effective. Also, a large number of the screening that 
children do receive are incomplete, primarily because most States have 
failed to ensure that even the required screening package is provided. In 
addition, many of the medical problems identified through screening 
procedures are not treated because States have failed to provide the 
necessary f<^owiq>.'^ 

State administering agencies generally have not taken measures to 
assure the availability and appropriateness of EPSDT providers. Commu- 
nity health centers and other con^rehensive care providers frequently are 
overlooked when States enter into EPSDT provider agreements. More- 
over, several States use EPSDT providers, such as public health depart- 
ment clini cs , which are not always effective in liTilring children with 
ongoing sources of primary care. States also have not assured that enough 
P » odi cal specialists to treat problems detected through screenings are 
particTpatfng in Medicaid. 

The record of the Federal Government in administering EPSDT has 
also been poor. From the outset, program r^;ulations have been slow to 
emerge firom the £>^>artment. The first set of regulations to implement 
EPSDT was issued by DHEW in late 1971, after a 4-year delay," and did 
not take effect untfl 1973. Althougih r^;ulations establishibg a mandatory 
screening package have been issued recently. Federal guidelines for 
assuring the quality of these services still arc insufficient. The regulations 
require a hearii^ examination, for example, but provide no guidance 
regarding the scope of the examination.''* Furthermore, until very recently. 
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Fedenl rcportmg rcquircnicnts for the States were 

^^L^^i^aSm about the popuUtions served and the services 
rendered.*^ 



PLAN OF ACTION 

Based on its analysis of the current Medicaid P«>S^, 
fofSS^ Aat it SSeves will establish a more equitable and cff^ve 
S^SI^S^ to low-income children and I«f^^ ^^"^"^ 
^1^^ financial accessibflity to high-quality, comprehensive care 

the federally established poverty 

level, without regard to family structure 

• reouiring coverage ofaU essential services ™™.t« 
I to^^coim«5»cnsive health care pro^ders into the program 

^SS^^^Soti reasonable terms of partiapau<m 

• S!a^^l^ards for preventive services and certified provid- 

• ^«oving State administration of the program through fiscal 

j^nol^^i^^s^::^^^ will require maj.r statutory 
,e^^^^^ ideations in regulatory policy 

S^./tJS^^f SLsf ^r^^^ to its^and, to tbe 
cx^ that they are, the Panel fulty endorses them. 

Creatmg Uniform Eligibility 

to a new IcgisUtive basis for Medicaid are i^ianges in the 
Central to a new Panel concludes that Federal law must 

^^QT^o^S^ Who are^tts of pubBc ms«.W..ons. provuimg 

•^i^'STS^^'J^^ «. ,f .97,-. HC-. K^-*-. 4961 C«d 
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th^ were eligible prior to entering the facility. To miiiinnix^ disruption in 
care, eligibility for children and pregnant women should be retained for 1 
3rear following a completed health assessment^ regardless of changes in 
income. 

The Panel recommends further that existing provisions which serve to 
restrict participation by c ur re n t or potential beneficiaries be eliminated. 
States* for example, should no longer be able to impose intent of residency 
or other requirements that would effectively exclude individuals otherwise 
eligible for Medicaid from receiving benefits in any State. 

Aiming Coverage for Essential Services 

In order to assiire coverage of all services essential to the health care of 
diildren and pregnant women, the Panel recommends that States be 
statutorily mandated to provide coverage for the following services in 
addi tion to those already required. 
For Children: 

e comprehensive child health assessment including health history* 
general physical examination^ developmental assessment^ nutri- 
tional assessment, and all appropriate laboratory tests and X-rays 

m immunizations 

• diagnosis and treatment of vision and hearing problems 

• routine dental care, including preventive, restorative, and emer- 
gency services and noncosmetic orthodontia 

• prescription drugs, eyeglasses* hearing aids, and prosthetic devices 
m physical, speech and occupational therapy 

^ mental h^Uth services, including ou^>atient therapy, day treat- 
ment, residential treatment, and em ergen cy inpatient services 

• residential treatment services for the mentally retarded 

• clinic services 
For Pregnant Women: 

• comprehensive prenatal health assessments, including health 
history, physical examinations, appropriate laboratory tests, and 
screening and counseling for nutritional inadequacy, substance 
abuse, and other behavior patterns harmful to fetal development 

• services to manage high-risk pregnancies 

• regular prenatal examinations 
m prescription drugs 

• preventive, restorative, and emergency dental services 

m mental health services, including outpatient therapy, day treat- 
ment, and emergency inpatient services 
m pregnancy-related hospital admissions 

• labor and delivery care and services 
« clinic services 

m postpartum examinations including, as appropriate and desired by 
the beneficiary, family planning services 
Although several of these services — particularly the child health 
assessments, immunizations, and certain visual, hearing, and dental 
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services-arc currently required by regulation, the Panel beUev« ^t 
SJ^e for the fuU ^oc^tient of essential prevenUve, diagnostic, and 
^^St ^ces should^ guaranteed and protected by congressional 

°^^!^tion should stipulate that these ^^ff-, P^^J^^^*^^!"?^ 
reoi^^^cian and hospital services, cannot be hnutcd in amount^ 
orS^ providS^they are medically accessary. It a^ should 
pJSfwt tSe ^U^cnt of patient cost sharing requirement^ To claxxg 
S^u^ of Medicaid funds as first dollar coverage, the li^tion ^oiJd 
SaVwMedicaid^vered health service provided to a hancfa- 
^d^^>^ of an Individualized Education Program under P.L. 
94—142 must be reimbursable. 



The Panel also proposes legislative amendments to encourage participa- 
tion^f providers, in^uding sacral P™?^ 

wWch v^uldVlaL requirements on the States, First, the Panel that 
StoS b^ nSiSTed to reimburse all qualified child health care provid«s 
to^«fbm comprehensive child health assessments, provide 
^iSi^^nX^ reasonable referral and foUowup arrange- 
^^^eT«>vision of indicated diagnostic and treatment 
S^^sho^ be required to reimburse all quahfied provides 
Sr^;«hensive prenatal. maZemity. and postnatal care, /anong the 
^ST^otSL^ iLt shoild be eUgible to provide both ^yP^.^^^^?^ 
alS Vrfvlte physicians, public health departments, Commumty Health 
Centers, HMOs, and hospital outpatient departments. - «n 

^e^dTSePanel re«Snmendldiat States be required to reimbiu^ 
qi^^ providers of diagnostic and treatment se™ ^^^^.^ 
Medicaid. Such providers should include^ ^ong 

K ^^Centers, Community Mental Health Centers, crippled children s 

t^^^cTZ iSoised under a direct billing «"»^?IV 

SfeSS ^^matives to fee-for-service reimbursement shoiUd be developed 

^Tl^^^ ^Srefore. to any sigmficant expansion of feo-for-servtce 

"^■^^^endations for expanding provide ^''f^'^J^t 
esSS^ ^Sslative directives to the Secretary of H«l& J«^Hum^ 
^odces. iSl^el beUeves that Congress should require the Secretaiy to 
^Sb^ Intoiium allowable ndmbursement rates for ambulatory care 
SSS^ S^^^dual practitioners and clinics. These rates should be 
fS^t to ^sure an adequate supply of ambulatory care providers to 
^^Se neS^ chil<^ and pregnant women and, as appropr^te. 



sbooid be set at an amount not less than 80 percent of the Medicare rate 
Ibr ooaparable services.^* 

In addhioo, fiiwnciat incentives to promote oontinmty of care should be 
anOorized fay Congress and implemen ted by the Secrecsiy . These should 
indode reimbursement to cover referral, fcQowi^ and reporting costs 
incurred by partic^tmg providers. They also should include capitation 
payments for continuing care providers, that is, providers "who agree to 
deiiver basic primary and preventive care on. an ongoing basis to specific 
children or pregnant women with their consent. Providers participating 
UKler this con tra ctual arrangement ^lould be required to be reasonably 
accessible to patients at all times and to assume re^pcmsibility for the 
management of the patient's c omp r eh ensive health and medical care 
needs, including die arrangement of all necessary diagnostic and treat- 
ment services. 



Finanriiig State Programs 

Also recommended by the Panel are major revisions in the statutory 
provisions governing Federal financial participation. In essence, the Panel 
is advocating a restructuring of Federal nrmt^Kf-nf^ requ ir e m e n ts to 
encourage and reward improvements in State Medicaid programs. 

The Panel proposes that the Federal wmtt^iiiwg rate for ambulatory 
services to all Medicaid-eUgible children and pregnant women be 
increased by adding up to 25 per ce ntage points to the States* current 
matching rate, up to a maximum of 90 percen t, varied according to 
performance criteria to be set by regulation. Withia these limits, greater 
weight should be given for children and pr^nant women enrolled with a 
ccmtinuing care provider. In addition, the Federal matotiwig rate for 
outreach services'^ should be increased to 75 per c en t. This rate should be 
provided to States regardless of "wdiether the service is p ei ibi meJ by a 
co m munity- b ased, private n onp ro fi t agency or by a public agen^. What 
is important, the Panel believes, is that the agency involve low-income 
people, familiar with neighborhood institutions and networks, as outreach 
workers. Special training in the requirements of Medicaid and in the 
medical ami health resources of the commimity is essential. However, 
supei vision by sIriTled medical personnel is not always necessary, and 
sbculd be diininated as a legislative requirement for receiving the special 
Federal match for outreach services. 

To receive these higher matching rates for any service — ambulatory, 
refeiial, or outreadi — States should be required to maintain current 
financing levels and program requirements. Provision also should be made 
for States that do even better than the mandated reasonable p er form ance 
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leveL In such instances, increases in the Federal share of administrative 
costs, up to 2S percentage points, should be permitted. 



Improving Program Administration 

I^nalW, the Panel recommends that the Secretary be mandated to 
pr«»nulgate all regulations and pursue all administrative actions necessary 
to assure full inq>lcmentation of this revised Medicaid program for 
children and pregnant women. In particular, the Panel proposes that the 
Secretary be directed to issue r^;u]ations addressing standard-setting. 
State plan requirements, and alternative approaches to fee-for-service 
Fetmbursement. 



R^ulations establishing standards for the Medicaid and EPSDT 
programs should specify the minimum package of preventive, diagnostic, 
jiTirf treatment services to which children and pregnant women arc 
entitled. They should set out ti» a p pr op riate scope or essential compo- 
nents of these services and should prescribe mir . iTn u m Federal require- 
ments for an acceptable periodicity schedule for the deUvery of these 



In order to promote consistent standards among the various Federal 
programs providing health services to children and pregnant women, the 
PaiS beHevcs it critical that these regulations be devdoped by HCFA m 
conjunction with other Federal agencies adminis tering health programs 
for children and pr^nant women, in particular the National Institute of 
Mental Health, the Federal i^ncy administering WIQ and the Federal 
agency admhustering Title V.» HCFA currently is working with PHS to 
devekR> mutually acceptable periodicity requirements, but much addition- 
al collaboration is needed. Standards for the nutritional componeat of the 
child health assessment, for example, should be consistent with the WIC 
(the Special Scqyplemental Food Program for Women, Infants, and 
Children) nutritional risk assessment so that a single procedure would 
fulfill the requirements of both programs. 

State Medicaid agoxcies should, in turn, be charged by these regulations 
with devdioping a more specific set of service standards responsive to State 
and local conditions. Like the federally established standards. State 
service standards should be developed in cooperation with other agencies 
administering MCH programs, particularly the State Title V, WK:, Mid 
mental health service agencies. Reimbursement mechanisms and other 
State policies should be established to assure that standards are met and 
are uniform among programs. All State Medicaid agencies should be 
required to develop monitoring plans and to identify appropriate State or 
local organizations to assume responsibility for their implementation. 
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Federal regulations concerning provider participMition should follow a 
similar approach. They should set forth Tnintmuni requirements that a 
provider must meet in order to be certified as a general Medicaid provider, 
an EPSDT provider, or a continuing care provider. Such requirements 
should mandate, for exan^Ie, that child health assessment providers have 
written agreements with providers of certain diagnostic and treatment 
services* Within this framework. States should be directed to develop more 
detailed provider standards, drawing upon the expertise of the appropriate 
State agencies and professional associations. 

Additionally, of course. State performance standards or requirements 
should be prescribed by Federal regulation. These requirements should 
establish minimum performance levels in outreach, assessment, and 
treatment services to Medicaid-eligible children and pr^;nant women. 

The State Medicaid plan, in the Paners view, is a mechanism that can 
be used to effect significant program itr^provements. Regulatory policy 
prescribing the content of State plans must, therefore, be structured for 
this purpose. The Panel recommends that current regulatory requirements 
be expanded to specify that, as a condition of approval, each State Plan 
must contain: 

• a description of provider availabili^ in the State and a detailed 
strategy for overcoming shortages 

• a specific strategy for bringing continuing care providers into the 
program 

• a plan for providing outreach and eliminating obstacles to 
eligibility certification 

^ a strategy for resolving transportation, child care and other 
barriers to receiving needed services 

• the service and provider standards adopted by the State 

• a plan for monitoring and assuring the quality of care 

State Medicaid plans should be reviewed critically by the Secretary and 
should not be approved unless they reflect adequate measures, in the 
Secretary's opinion, to achieve Federal Medicaid objectives. If a State 
plan is found to be deficient, members of the HCFA staff should enter 
into negotiations with the State agency to work jointly on the development 
and implementation of a more effective plan. 

Regulations also should instruct State agencies to pursue prepayment 
contracts in addition to capitation payment for continuing care providers. 
Prepayment contracts should be used for the provision of EPSDT services 
where this type of financing ensures a more effective and efficient 
of delivering a particular service. There are two types of situations in 
which prepayment for a health or medical service should be authorized. 
The first is where a discrete preventive service, which usually is not part of 
primary care provided in a physician^s office, can be delivered quickly to 
large numbers of children at a single site. Preventive dental services, 
hearing examinations, and visual testing provided in the schools, for 
example, would meet these requirements. The second situation is when a 
provider agrees to accept a certain number of referrals over the course of a 
year or other specified time period. Under this type of arran^ment, a 
therapist might provide group coimseling sessions for emotionally dis- 
turbed teenagers, or an orthodontist might furnish braces to an agreed* 
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upon number of children. States should be required to <x>nsidcr both typ<s 
^^epayment contracts as a means of both assurmg accessioUityto 
nreS^x and other essential services and of reducmg service c^ts. The 
Smrfbelieves that States will be able to pay less on a negotiated group 
rate than they would if providers were to biU for each patient on a fee-for- 



service bstsis* — 

AdditionaUy. States should be directed to enter mto prepayment 
contracts, whoever possible, for the dcUvery of outreach scrv.^. Forthis 
type of ^ce the pi^yment contract should operate much hkc a grant^ 
2^it might be ap^^Sate for the State agency to issue a pubhc requc^ 
for propSos and alsb to soUcit appUcations from specific community 
agencies alrea<ty involved in successful outreach efforts. 

Other AdmlnisMtive Actions 

Beyond promulgating regulations, the Panel beUcv« that other steps are 
nece^arv to impr^ the administration of the Medicaid program. For 
SnTSePanel ^commends that HCF A underlie an active «view ^ 
m«mitoring of State programs. Monitoring wouldbe especiaUy ^f^^^a^ 
to determ^e wheth*^ States were meeting new performance requuemente 
and warranted the proposed increased Federal match^ .f^^*^™ 
Panel suRnests that demonstration project and research !unds be used to 
devel<^toowledge about attracting and reimbursing contmumg ^ 
p^vi^ effective delivery of outreach, and appropriate foUowup and 

^^R^v^tihT^el beUcvcs there is need for a considerable expansion of 
tcchnicJ assistance to the States, particularly concemmg outtead^ 
foUowup, provider participation, and data coUection respoii^^ucs^ 
HCFA^oW for example, move quickly to institute the 
J^4ig sy^ This ^em, known as the Quarterly Child HealA 
^SITRe^tTfor the fiht time requires States to furnish >?foni^a^ 
about MSicaid beneficiaries and the ser - they receive. States 
undoubtedly will require assistance in di^: ing the management 
capability to meet these new requirements. 



Butler. J. A. 



«i R_ K. ScouA. -Medicaid and ChiUlren: Some Recent Le«ons and ltea«>nable N. 
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5«p^ EPSaW.- Docs It Spell HcMltb Cmtc foe Poor Children? Washington, D.C.. 
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CHAPTER 4 



WIC: THE SPEX3AL 
SUPPLEMENTAL FOOD 
PROGRAM FOR WOMEN, 
INFANTS, AND CHIUOREN 

MAJOR RECOMMENDATIONS 

• Contmiie to iP c reMC oongressioaal a p pro pri atkma for the WIC 
pfogrmm to enaUe more digihie women, infants, and children to 
zeoem WIC benefits. 

• Establtsfa pianmn^ a dmin i s trative, and service deiivcxy require- 
ments to assure the availabihty of WlC-roquired health services 
and to inprovc coordination between WIC and programs pcovid- 
in^ or fina i wing maternal and child health services. 

m Require States to set income and nutritional risk eligibility 
standards for the WIC program that will target WIC benefits to all 
rnfants, chiklrca, and pregnant, postpartttm» and lactating women 
in financial and nutritional need. 

• Implement ottfrracfa and other activities to increase access to WIC 
program benefits. 

• F-xpand Federal and State monitorii^ and t^^KrtW^i tutahKt»r*^ 
efiforts to e nsure that the program is located in areas of greatest 
need and that WIC sponsors meet all food distribution and 
nutrition e du c at ion requirements and provide access to needed 
health services. 



PROGRAM DESCRIPTION 
AND ACCOMPUSHMENTS 

In response to growing evidence ifnlcm^ nutritional inadequacy to 
mental and physical defects and increasing knowledge that proper 
nutrition contributes to better health. Congress, in 1972, enacted the 
S^pecsal Supplemental Food Program for Women, Infants, and Children* 

*Tifle42 UJSXL Smct. I7«6(19764fcS«f>p. n 197S). 
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Omown geacralfy -s the WIC program) as an amendment to the Quid 
Nutrition Act of 1966. Under its present structure, WIC provides 
nutritious food and nutrition education to low-income pregnan^ p<^tpar- 
tum, and lactating women, infants, and children to the age of 5 who are 
determined to be at a special nutriticaial risk. Participation m other food 
Droerams does not preclude participation in WIC. 

-Sc congressional purpose in enacting the WIC pragrBxa was clearly 
both prevStive and therapeutic Unlike other siqjplemental food pre- 
aram^ WIC was dedgned to establish a new, special relationship between 
nutrition and health care services. The l^?slation states that the prograni 
to .serve as an adjunct to good health care, during critical tones of 
growth and development....- In an attcnq>t to accomphsh this 
Federal regulations mandate that local agencies may <iual^ as WIC 
sponsors only if they can make health care services available to WIC 
moUecs. These statutory and r^ulatory provisions make WIC the first 
food assistance program to tie eligibiHiy to nutritional need and to reqmre 
access to the provision of health care services. , 
ElijzibiHty in the WIC program is based upon two cntena: numtional 
Ti^T^d income- The stamte defines "nutritional risk" to mcliide four 
eateries of people, ranging from those with documented iiutntionally 
related medi<~lcondittons to individuals with dietary deficiencies that 
imnair or endanff-T health. The determination of an applicant's nutritional 
sta^ must bTi ade by a physician or other competcmt profe^onal 
authority. The law states that the income requirement can be fulfiUed only 
bv persons who meet the income standards prescribed for free and 
redi^ed-price school meals under the National School Lunch Act Once 
an «>p^fi«mt ha^ been accepted into the prograni pcriodic^recertification 
is r^uired to a^nire that he or she continues to meet both the nutrition 
and income eligibility criteria. . , , . . . 

The W 2 pSgram consists of two services provided to participants at 
no cost. The first, of course, is food distribution. The Dep^tment of 
AflTiculturc (USDA) has authorized several food package^ each of which 
SSst be prescribed under professional guidance to refiect mdiyidual 
nutritional needs. Food packages are made availaWc to p^cipants 
through vouchers, by direct distribution, or by home dehvery. The 
prose's second s«ivice is nutrition educati«m. Federal reg^c^s 
JeoSrc that nutrition education activities emphasize the relationship 
i^veL proper nutrition and good health, and assi^ WIC participante to 
aSi^lS^ aianges in th^ eating habits. In addi^ 
soecify tiSat State agencies must employ at least one professionally trained 
^Stionist or dic^ian to be responsible for planning and implementoig 
nutrition education activities throughout the State, and for enswng tiiat 
local agencies property carry out the program's nutrition education 



*^W1C also provides access to health services for its participants- As 
defined by Federal regulations, these services include ongomg, routme 



^ «,ie c»epc>oa is the Commodity S u ppl rmmfl Food progr«a^Be«i«e tte t*op«>gr-m. «re 
rrttirvl -■"-r * f'* ddiwv l u c fc l i a ii ini «. pm r ii' it ion » bmitad to <oe oc the oiner. 
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obstetric care, incluoing examination of women during the prenatal and 
postpartum periods, and pediatric care of infants and children. The WIC 
legislation does not require WIC participants to receiv;^ such services, but 
regulations dictate tha: local agencies must assure the availability of 
health services to WIC beneficiaries. Indeed, no agency can be authorized 
as a WIC sponsor unless it can provide these services either directly or by 
rcfcrraL 

WIC is administered federally by the Food and Nutrition Service (FNS) 
of the Department of Agriculture, '^thin FNS, the Supplemental Food 
Programs Division and the regional ofSices are responsible for program 
administration. At the State level, WIC is administered by health agencies 
in the 50 States, the District of Columbia^ Puerto Rico, and the Virgin 
Islands, and by 29 Indian Tribal Coimcils that function like State 
agencies. 

Fcd^^ regulations state that local WIC programs may be administered 
by any healthy welfare, or private nonpr i agency meeting the statutory 
requirements, but preference must be given to public or private nonprofit 
health clinics. In practice, the overwhelming majori^ of authorized 
agencies — 6,585 — are health clinics, but 1,280 are welfare programs and 
ccHnmunity action program (CAP) agencies which subcontract the 
provision of health services, 

FNS allocates funds to State agencies based on formulas developed by 
the Secretary of i^riculture. The formula for distributing the food grant is 
designed to reflect a combination of relative infant mortality rates and 
percentages of infants and children under age 5 who fall at or below 200 
percent of the federally defined poverty leveL A separate formula for the 
administrative grant is based on the amount the State is allocated for its 
food grant, the incidence of rural births in the State, and the salary levels 
of State and local employees. Receipt of these grants is conditioned upon 
an approved State plan. 

States, in turn, are statutorily required to distribute Federal funds in 
accordance with an affirmative action plan that places WIC services in 
areas that have greatest need* In FY 1980, WIC funds apportioned to local 
agencies served approximately 2. 1 million people. 

EXespitc early frustrations caused by the impoxmdment of funds and a 
lack of aggressive acimimstration, as well as the necessity for litigation^ 
WIC enjoys the overwhelming support of Congress, health providers, and 
nutrition advocates* Their enthusiasm is best illustrated by the dramatic 
rise in funding throughout the program's history. Congress first authorized 
WIC as a 2-ycar pilot program with a total appropriation of $40 million 
for 1973 and 1974. In 1975, when the program had finally gained a 
foothold and was serving some 500,000 people. Congress reauthorized it 
for another 3 years, increasing the ^Tirii^al budget ceiling to $250 million. 
Congress extended the pr€>gram again in 1978 and provided for annual 
budget increases. The FY 1980 budget was $758 milhon; the projected 
appropriation for FY 1981 is $900 miUion. ^ 

The Panel believes that the WIC program has been successful in 
providing food and making health services available to those in r oed. A 
series of preliminary reports appears to substantiate this view J><^£>iie 
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some methodological problems, these studies also seem to indicate that 
WIC is helping to prevent health problems and to improve the health 
status of its participants. ^ -i^t 

For example, an initial studv sponsored by the Umversity of North 
Carolina School of Public Health^ cites evidence of a positive collation 
between food and health services made available through WIC, and 
improvements in nutrition and health status. For infants and childrei^ 
participation wa-s associated with an acceleration of growth m weight and 
heUht, an increase in mean hemoglobin values, and a reduction m the 
prevalence of anemia. For women, participation was associated wi«^i an 
increased weig.Ht gain during pregi^cy, an increase in the birth weight of 
their babies, an increase in mean hemoglobin c oiicentrations, and *» 
decrease in the prevaleiice of anemia. A major nutniion surveillance study 
completed by the Center for Disease Control in 1977 relates similar 

^^^«it studies tend to corroborate these positive conclusions. A 1979 
study conducted at the Harvard School of Public Health^ in four 
Massachusetts WIC clinics, for example, found that the madence of low 
birth weight among infants whose mothers participated in the program 
during the prenatal period was markedly less than among infants whose 
mothers, although ehgible, did not participate. This reduction m the 
number of low-birth-we^t infants produced an additional benefit: a 
decrease in costs associated with hospitalization. Each dollar spent m the 
prenatal components of the WIC program res^ted in a $3 reduction m 
hospitalization costs. This was due to the fact that the number of low- 
birth-weight infants who had required hospitalization was significantly 
lower for those whose mothers participated in WIC than those whose 
mothers did not. , 

Further evidence supports the Panel's behef that WIC acts as an 
adjunct to good health care during critical stages of growth and 
development, drawing infants, children, and pr^ant women mto tfie 
health care system and promoting the utilization of essential health 
services A study sponsored by USDA and conducted by the Urban 
Instimte in 1976* indicates that WIC participation increases the use of 
health care services. It brings women into health clinics for earlier and 
more frequent prenatal visits and it increases the number 0£ weU-child 
clinic visits. The Panel is convinced that, by making essential h^th care 
services available, WIC is having a beneficial impact upon the health 
status of the women, infants, and children the program serves. 



^Eadoncn. J- C. mI. Media*! E^uAtioa of the SupplcmcntMl Food Progrmm for Women, InfMnts, Mad 
CbiJdtra. Chapel Hill: University of North Ouoliniu School of Public Health, 1976. 

*VS Dep^^meat of Agriculture. Food and NutritioQ Service. CDC Xn«fys» of ^iutritiooMl Indnxs for 
Selected Pmrtic^ts. Prepared under contract with the U.S. Department of Health. Education, and 
W<dfare. Center for Diseaae Contr^ June 1978. . - ■ 

^Kennedy. E. T. cf at £vai««ti«» of the Elfocts of the WIC Prosnun oo «««f«' Pmt^ts m 
AiM33*clnaett3. Cambridge. M*».: Harvard Univenity, School of Public Health. March 1979. 

^Bendick, Jr. et aJL Toward EfHc^ :ycy mod EHectiveaes^ in the WIC DeUvery System. Waahmgion. 
D.C.: The Urban Institute, 1976. 
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BASIS FOR RECOMMENOATIONS 



Despite the WIC progmm^s substantial accomplishments in the past 
sevexal years, the Panei recognizes that it has not yet reached its full 
potentiaL 

As presently structured^ WIC is not available to a significant percentage 
of those who need it* About 9.1 million women, infants, and cldldren'^ ar e 
financially eligible for WIC benefits, but only 2.1 milhon are now served 
by the program. While eligibility is also dependent upon nutritional risk, 
the high correlation between poverty and lowered nutritional status would 
suggest that many pec^le who qualify by income criteria probably also 
have nutritional needs for WIC benefits. 

Recent USOA figures also indicate the inadequacy of coverage 
geographically. Currently^ 730 of the Nation*s 3,042 counties remain 
without WIC programs. >Umost 200 eligible health clinics have p>etitioned 
for WIC sponsorship, but potential chents continue to go unserved while 
these ^Kru^f^ await action on their appHcations. 

The Panel attributes these gaps in coverage to two overriding problems. 
The first is an absence of he^th resources needed to fulfill die health 
services requirement of the WIC l^;i5lation. A WIC sponsor must be able 
to provide health care services to its enrollees either directly or through 
refenml in OTder to qualify for funds. But many areas without a WIC 
program probably are classified as **medically imdcrscrvcd^ by the 
Department of Health and Human Services and thus may not be able to 
comply with the health services standard. 

Even where health services are available, potential WIC sponsors may 
be disregarded. In some areas. State health agencies fund oxily district or 
local health departments, ignoring other health or community agencies 
that could become WIC sponsors. Community Health Centers, for 
example, are often overlook^ by administering health agencies. Current 
figures indicate that more than 30 percent of the Nation's Community 
Health Centers do not provide WIC services either directly or by referral. 

The second problem is the present level of fu:xding* Many areas have 
gone without WIC programs— even where health care services are 
available — because of inadequate funding. In addition, a significant 
number of WIC sponsors are unable to provide services to all who qualify. 
Indeed, more than half of all WIC programs have recently requested 
additional funds to meet the needs of their enrollees. These include 50,000 
women, infants, and children whose names will remain on waiting lists, 
ranked according to medical priority, until supplementaiy funds become 
available. The Panel is concerned that the net effect of insufficient funding 
is to diminif^^" WIC^s preventive role and to move toward a restructuring of 
WIC as a therapeutic program. Th*^ Panel believes that this trend should 
not continue if WIC is to reach its lull potential and remain the unique 
supplementary food program that Congress ii*tendcd it to be. 



^Figure provided by USOA^ which bua its estimate on the number of women, infants, and children 
whose family income is 200 percent below the Federal pover^ level. 
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Even where WIC clinics provide adequate serwices, not all the infants, 
children, and pregnant, postpartum, and lactating women who need them 
take advantage of the programs* benefits. One reason for this is the 
inability of some WIC sponsors to recruit a significant proportion of 
potential WIC recipients. Just as important, however, -re the problems of 
client access— particularly lack of transportation, insufficient time or 
money to travel to the clinic, the absence or the expense of child care, and 
inconvenient clinic hours. Local programs may aggravate these problems 
by instituting burdensome administrative r>rocedures. For example, it is 
not unusual for a WIC clinic to require participants to visit the clinic 
once a month. Althou^ necessary im some instances for appropriate 
followup, this rule frequently results in missed work and school time for 
some beiieficiaries because the vast majority of clinics are open only 
during weekdays. Moreover, once particiT>ants arrive at the agency, they 
often must wait more than an hour before receiving their food packages or 
vouchers. While progress has been made in resolving these problems, such 
difficulties still discourage some potential cUents from enrolling in the 
program and cause others to drop out. 

One other issue has a tremendous impact on WIOs accessibility to 
potential participants. USDA has not yet issued a final regulation to 
implement the 1978 legislative amendment mandating that WIC income 
eligibility requirements satisfy the standards for free and reduced-pnce 
school meals under the National School Lunch Program Those standards 
are set at 125 percent of the poverty level for free meals and at 195 percent 
of the poverty level for reduced-price meals. Current regulations merely 
specify that recipients must meet an income standard provided or 
approved by the State agency. These regulations, which in effect permit 
WIC sponsors to adopt the same income guidelines used for health climc 
senac^ lead to serious discrepancies in access to WIC benefits. Local 
sponsors in three States, for example, use income ceilings below 125 
c^cent of the poverty level. At the other extreme, sponsors m 1 1 Stat^ 
and numerous Indian "State agencies" apply no income standard 
whatsoever. The Paael is concerned that in many instances these criteria 
serve to exclude or reduce program participation by low-income women, 
infants, and children who are nutritionally at risk. 

Beyond these fundamental issues of availability and accessibility are 
problems relating to the program's basic operation- A recent report issued 
by the General Accoimting Office* suggests several factors that appear to 
prevent the food distribution service from working optimally. First, 
although Federal regulations require that the nutritional risk of each 
appUcant be determined through a medical or nutritional assessment by a 
competent professional authority, some local clinics are not performmg 
these assessments. Further, the definition of "nutritional risk** vanes from 
State to State, resulting in considerable uncertainty and inconsistency in 
establishing the nutritional status and eligibility of beneficiaries. Finally, 

•comptroller General of the United Siata. Tba SpcchU SupptancntMl Food PSrognun for Cornea, 
In/kn^Mnd CbUdr^ (^C^How Ota it Wox* Better? W«shmglon, D.C-: General Accounting Office. 
1979. 
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some local agencies make only mrniTnal attempts to modify food packages 
thal^ based on pix^essional assessments, would supply the kinds and 
quantities of food n ee ded to satisfy spe^sd nutritional requirements. In 
some cases, appropriate food pie s ciip tioos caimot be made because 
uuirilioaal assessments have not been performed; in others, WIC staff 
memb er s have not received the professional advice tbsy need to tailor a 
specific food package to a particular enrollee's condition. 

The Panel is paiticularly concerned about the food jnescription policies 
regarding ^>ecial formulas for infants and children with medically 
^agnosed nutritional needs- In many situations^ these f^^rmulas are 
incorrectly prescribed. In other cases, ^>ecial formulas cannot be obtained 
simj^ bec au se the regulations make no provision for supfidying them. 
Under current r^ulasions, for cxanqdb, the WIC p rpgr a m does not offer 
formulas to children suffering firom inborn erro rs of metabolism iwl^^ 
they are commercially available. While the number of children affected by 
this policy is relatively small, the con sequences to the child and his or her 
family are enormous. These formulas may be the only way to compensate 
for this kind of deficiency, yet they remain prohibitively expensive and 
difficult to obtain for virtualty every family whose child qualifies for WIC 
benefits* 

Additional problems impede the provision of health care services. Even 
when WIC services are ^xmsored by health departments and clinics, some 
enroUees do not receive the health services to which they are entitled, 
often due to the lade of coordination between WIC and other maternal 
and child health programs. For example, WIC, litle V, and the Early and 
Periodic Screening, IXagnosis, and Treatment CEPSDT^ program have not 
established a single compr^ensive child health assessment ^n^ch meets 
the requirements of each program. As a result, WIC ben^ciaries usually 
must re t urn to their clinics several times in order to receive the WIC 
nutritional assessment, an EPSDT screening, and routine obstetric or 
pediatric care. They often must return on other days for treatment 
services. This process is enormously inconvenient for participants and, 
additionally, wasteful of scarce resources. 

The Panel recognizes that other factors also influence whether WIC 
participants receive needed heal^ services. A number of local health 
departments and other WIC sponsors that provide health services simply 
do not have the capacity to serve all participants. In addition, hesdth 
services are sometimes offered only at a charge, mstlrin^ cost a barrier to 
care for maxxy of the poorest WIC beneficiaries* Those States that do not 
provide Medicaid coverage for women who are preg;nant for the first time 
effectively preclude them fix>m receiving health services they need unless 
they can pay clinic charges. Moreover, several clinics fail to make referrals 
or to do followups to assure that appropriate routine and specialized care 
is furnished. 

Also of concern to the Panel is the operation of the nutrition education 
component of the program. Despite current regulatory requirements, this 
service has not received the priority it deserves and that Congress 
intended. To date, FNS has not given the States enou^ guidance on the 
purpose and aj^ropriate content of the nutrition education service. The 
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guidance that States provide to local sponsors differs greatly, and as a 
^sult, both the quantity and quaUty of nutrition education fiimished by 
WlCsponsorsvary considerably from program to program. 

In addition, two overriding problems affect all components of the WIC 
program. Both monitoring procedures and technical assistance concerning 
food distribution, nutrition education, and health care services remam 
inadequate. With regard to monitoring, for example. State WIC agencies 
need to make greater efforts to assure that local programs comply with 
regulatory requirements and provide services that meet minimum quality 
stSidards. Inparticular, State agencies should be monitoring vendors who 
often allow substitutions for prescribed foods or overcharge for their 
products. Unless measures are taken to incorporate adequate teclmical 
assistance and monitoring procedures into the general program, tbe Panel 
questions whether WIC wiU reach its optimal effectiveness. 

PLAN OF ACTION 

In making its specific recommendations regarding WIC, the Panel has 
two major goals: fu^^t* to extend the availabiUty of WIC benefits to all 
those in nc«i; and second, to strengthen the program's ability to unprovc 
the health status of its participants. To achieve these goals, the Panel 



proposes: 



increasing Federal fimding for the WIC program 

• coordinating WIC program planning and service delivery with the 
Title V program and other health programs servmg mfants, 
children, and pregnant women 

• targeting WIC benefits to aU infants, children, and pregnant, 
poSparSirs- and lactatiag women in both financial and nutritional 

• ^^ding Federal and State monitoring and technical assistance 

With theTxSjtion of the recommendation for increased Federal funding, 
these recon^mendations can be carried out through modifications m 
current regulatory and administrative policies. 




Fixndiiig for the WIC Program 

Changes should start at the Federal level with an increase in 
congres^onal appropriations for the WIC program. The Paiiel recom- 
men^ .nat Congress continue its strong financial sigjport of WIC by 
allocating to the program an additional $150 million per y*»r for the next 
2 vears. ^inflation W food prices remain at their current levels, such an 
increase would mean that the number of people able to particapate m 
program during any month in each of the 2 years could be mcrcascd by 
a:^st 400,000 The Panel also is recommending increases m appropria- 
tions for Title V and other health care programs— mcreases which it 
believes would expand the availabiUty of health services required under 
the Federal regulations appUcablc to WIC CoUectively, these fundmg 

64 ^ ^ 



increases would belp to bring all WIC benefits to unserved and 
underseived areas. 



CoonliiiadcKa of Services 

To ijx^ove coordination between WIC and the Federal programs that 
provide and finance health services, the Panel proposes several remedial 
measures that touch nearly eveiy administrative aspect of the program. 
These proposals are intended to strengthen WIOs ability to function as an 
aicQunct to good health care^ to simplify and facilitate j<»it participation in 
WIC^ Title V» Medicaid^ and EPSDT, and additionally, to reduce 
unnecessary duplication of services and administrative costs. 

The Panel recommends that USDA^ in conjunction with the Federal 
agencies administering the Title V and Medicaid programs, promulgate 
regulations creating uniform standards and financing policies for all 
components of the WIC program intended specificaUy to aflfcct the health 
status of its participants. Minimum Federal standards should be estab- 
lished for the nutritional needs assessment^ for food package prescript 
^ t£dns — particularly the commercial^ and noncorumercially available 
^iofant formulas, and for furnishing or arranging for the provision of health 
care services* In addition, USDA should enter into financing agreements 
with the Federal Title V agency and with HCF A establishing that local 
Title V agencies, and other Medicaid certified health agencies serving as 
WIC sponsors, wxQ charge the cost of the nutritional needs assessment for 
Medicaid-elign>le infants and children to EPSDT, and similarly, will 
charge Medicaid or EPS£>T for the {^ovision of health services to 
Mcdicaid-eligible women, infants^ and children. These agreements should 
become the basis for WIC regulations regarding Federal fiyt^^ncing policy. 

To ensure effective implementation of these health service and 
financing policies, USDA regulations must also set out State re^x>nsibi]i- 
ties for coordination. State agencies administeriag WIC should be 
required, for example^ to adopt the State Title V standards and procedures 
both for nutritional needs assessments and for providing or assuring the 
availability of obstetric and pediatric services. In addition^ WIC agencies 
should seek the advice and guidance of the Title V staff in setting 
standards and procedures for tailoring food packages to the general 
nutritional requirements of the basic categories of WIC clients, and to the 
individual nutritional requirements of those beneficiaries with special 
needs. And in at least one area — the provision of health services — the 
Panel recommends that the separate health department units administer- 
ing die WIC and Tide V programs be dir^t^ to develop and sign a 
memorandum of understanding regarding the availabili^ of health care 
services for WIC participants. 

Regulations also should require State agencies admimstering WIC to 
develop an accounting procedure for the nutritional needs assessment that 
is con^>atible with those of the State Title V and Medi^id agencies. This 
accounting mechanism might be based on the stafif time apportioned to 
each fn-pgram or the ratio of participants eligible for the different 
programs. Assuming that uniform service standards are in place, it then 
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would be possible for WIC sponsors io use Medicaid as first-doilar 
coverage for nutritional risk assessments as well as for health care services. 

An additional proposal for improving coordination is to mandate that 
State agencies establish new WIC programs and enlarge existmg on<s 
according to an approved State plan for maternal and child health 
servioKTprovided that the plan meets WIOs statutc«y and regulatory 
affirmative action mandates. The Panel strongly recommends that this 
plan be developed by the State TiUe V agency' with the approval of the 
State WIC agency. Integrating the planni n g processes for h^th and 
nutritional services will assure the development of high quahty WIC and 
health care services in areas of greatest need, and wiU promote regional 
arrangements in imders'^rvcd areas. 

The Panel also nroposes that the WIC Stale agencies perform two 
additional, interdependent functions that wiU further improve the health- 
related components of the WIC program: I irst. State agencies should 
monitor on a quarterly basis all WIC sponsors to determine whether they 
are in compliance with Federal and State requirements for screcmng. food 
package prescriptions and prices, and health services availability; and 
second. State agencies should provide technical assistance, as necessary, to 
bring deficient programs in conformity with appropriate standards and 
policies. 

AdditHHial Recommendatioiis 

Beyond initiatives aimed at achieving greater coordination and co^r- 
ation among the various health-related programs and between the Stote 
and local agencies that administer them, USDA must take several other 
steps in an attempt to expand and strengthen the WIC pro-am. Forem^ 
among these should be regulatory revisions that would target WIC 
benefits to aU people in eUgjble categories who need WIC*s services. 

Natiooal Income Eligibility Stsodard 

The establishment by regulatiozi of a nationwide income eUg^bility 
standard for participation in the WIC program should be a top priority. 
The Panel re<£mmends that States be required to fix the mcoiae standard 
between 125 percent and 195 percent of the federally defined poverty 
leveL»o Such a standard will ensure that WIC benefits are targeted at 
women, infants, and children from low- and moderate-income faimlics. At 
the same time, it still will permit each State to exercise some fiexibihty m 
selecting a sp«afic standard to apply. 



'11^ rmuLTj iiM litiniiT fnr Ttir ' f>.^^f-, ^..j^'t^^ti^ the State Title V agencK* «re 

denibed in detail in diapter 2 of Ibis volume. 

>*>nii« i» the same standanl the Ptoel is recommending for States that elect to set moome ebgibOity 
ceiSnsi for Title V health setview. This standanl woold not apply to preventive and ifi m fsnnttu- aervices. 
which the Pknel believes should be available at no cbai^ge. 
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USDA also should promulgate r^ulaticms that will help ensure that 
health care services are available to all WIC particxpant'^. Under such 
regulations. States should be required to obtain from each applicant 
agency a drtafli^ anafysis of its capacity to make health care services 
avaHaUe to all WIC beneficiaries^ cither directly or through contractual 
agreements. To do this, the agencies may have to seek out services in the 
private sector, including practicing physicians, health maintenance organi- 
zatkms (HMOs), hospital outpatient departments, and nurse practitioner 
This process may also involve the evolution of more creative 
arrangements, such as the use of a list of private physicians who, on a 
rotating basis, are willing to provide health care services. State Title V 
staff members should be required to assist applicant agencies in 
identifying these resources. 

The Panel believes that it is i mp erative that States give equal and 
unbiased consideration to all agencies seeking WIC ^xmsorship — not just 
health clinics — that are capable of meeting WIC^s requirements. Addition- 
aUy, in some instances, candidate should be considered even if they are 
unable to comply with all the health service requirements outlined here. 
For applicants from medically undenserved areas, a temporary waiver of 
the h^lth service req uir ement ^ould be permitted so that WIC 
nutritional benefits can be made available. Such a waiver, however, would 
have to be approved at the State level and explained fiiUy in the State 
plan* In any event, no applicant should be without a final means for 
redress; thus, the Panel vi^^i^^^^^ that all petitioners denied WIC 
^x>nsorship should have the ri^t to appeal at the Federal agency level. 

Program Mdritorin^ Enforcement, and Technical Assistanoe 

At the Federal level, greater attention should be given to WIOs 
monitoring activities in order to achieve the Pan^*s twin goals of 
expanding and enhancing the program. FNS should increase its oversight 
to assure that States award program funds according to an approved 
affirmative action plan, develop nutrition ed u cation programs that can be 
implemented locally, and ensure that WIC sponsors make health services 
available and meet all program requirements. In keeping with the Pandas 
desire to coordinate all health-related services, these efforts should be 
made in cooperation with other agencdes, including the Federal agency 
administering the Title V program. 

FNS also should be more aggressive in using its enforcement powers- 
Statutorily authorized sanctions should be appUcd to State WIC agencies 
that do not comply with all US£>A program requirements* Unless such 
penalties are imposed, the Panel believes that agencies will have little, if 
any, incentive to meet Federal standards and guidelines. 

Finaify, the Panel's plan for implementation calls for improvements in 
FNS technical assistance policies. WIC evaluations, along with other 
research findings, should be disseminated to State and local program 
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directocs. PcxvatB pi^sicians also should be kept informed about the 
pcogiam's actzvxtaes. On a broader lev^ FMS should join with the Federal 
Title V agen^ in developing nutrition education maTiuals and additional 
l e sour c e materials as well as conducting WIC personnel training pro- 
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CHAPTER 5 

PJ^ 94-142: 
THE EaOUCATION FOR 
AUL HANDICAPPED 
CHILDREN ACT 

MAJOR RECOMMENDATIONS 

• daaafy Federal policy rcgardnig the chikireii covered by the law 
and the services they axe to receive. 

« Require that existing health and mental health agencies and 
professionals, both public and private, be used to the maxtmnm 
extent possible in implementing the P.L. 94—142 mandates to 
locate^ identify, and evaluate diildren with handicapping condi- 
tions, and to deliver required health and mental health services. 

• Assure that in-service t rawttig in. the special needs of the 
handica^yped is made available to erhication and health perscmnel 
invcMved in identifying children with handicapping conditions, 
end in devdopcng and implemcntrng individualized education 
programs for those children. 

• Expand Federal and State monitoring, technical assistance, and 
enforcement activities to ensure full con^Kance with the law. 

• Assure that individualized education programs arc based on 
appropriate physical and mental health mformation and expertise 
and that the confidentiality of health end education records is 
maintained. 

• Bring Federal appropriations for P.L. 94—142 up to the authorized 
leveL 



AND ACCOMPLISF 



The enactment o€ Public Law 94—142, the Education for All Handi- 
csqpped Children Act, in J!>75, marked the culmination of a "revolution" 
in educational opportunities for handicapped children. The Act was 
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passed in rcspK>nsc to a growing recogziition by the courts of the rights of 
handicapped children and the accompanying costs of providing them 
needed services. 

The legislation modified the provision for State grant assistance under 
Part B of the existing Education of the Handicapped Act' to require that 
**a free appropriate public education^ be made available for all handi* 
capped children agpd 3-18 by September 1980 and aged 3-21 thereafter.^ 
The law applies to all handicapped children regardless of the severity of 
their disabilities and their families" ability to pay for services. 

Covered by the Act are all children who are handicapped and who^ 
because of their impairments, require special education and related 
services* They include children who are mentally retarded, hard of 
hearing, deaf, speech impaired, visually handicapped, seriously emotional- 
ly disturbed, orthopedically impaired, other health impaired, or multihan- 
dicapped, as well as children with specific learning disabilities. For 
children falling within any of these categories. States must provide both 
m individualized instruction designed to meet the child*s special 
needs, and 

• related or supix^rtive services necessary for the child to benefit 
from the individualized instruction program 

Related services mclude school health services, speech therapy, psycholog- 
ical services, physical and occupational therapy, counseling services, 
medic^J services for diagnostic or evaluation purposes, and parent 
counseling and training. The special education and related services are to 
be fumishwi in accordance with a written individualized education 
program (lEP) developed jointly by parents, teachers, and other appropri- 
ate individuals. 

To receive a Federal grant tinder the Act, States must comply with the 
following conditions, even if they must increase State and local funding to 
do so:^ 

• States must locate, identify, and evaluate every handicapped child 
within their jurisdictions (the **child find** system) and devise 
methods for determining which children are not receiving needed 
services to which they are entitled. 

m Evaluations of handicapped children must be conducted in a 

nondiscriminatory manner. 
m Children must be placed in the least restrictive environment 

consistent with their special needs* 



*-ntlc 20 U^O Section 14C1 cf so^.(l976 ASupp. II 1978X 

Hjodcr Imbifid circumstuicesv States arc not ^cqutrod to make a free appropriate public education 
available to ckildrai agfMi 3-5 and IS-21. Such is the case if (1) State Uw expressfy ptx>hibits or doea not 
authorise the ejcpcn<:ituxe oTpt^lic funds to provide education to ?ionhandicapped children in any of these 
a^ Sroupa, or <2) the requirement is incotissstent with a court order «duc^ governs the provision of free 
pobbc education to hamli^' *rr *^ children in that State. 

Ha addition to Pi- 94-142, recipients of Federal finanHat assiiitance mtxst comply with Section 504 of 
titc Rehabilitation Act of 1973. This section prohibits those recesvtng Federal funds from discr imin a ting 
m ^ir^ perse— on the basis of their ***r^^r* Subpart O of the rcsulatioos i aipkrmmtmg Section 504 
provides tl .npientt operatir g puMic cricmentary and secondary school progruns umt ensure that 
each receives a free a pp r o pr i ate public education. Many of the specific requiremenU are similar to 

those contained in the regulations implementing PJL. 94— 142. 
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m Faxents must be ^ven fundamental due process rig|its» including 
an impartia) hearing on any matter concerning the evaluation^ 
placement, or provision of a free appropriate education for their 
children. 

m States must establish in-service training for general and special 
educational, instructional related services, and sapp>ort personneL 
• States must afiford all services and guarantee all ri^ts to children 
in private schools or facilities as well as to those in public schools. 
These requirements make PX. 94—142 Tiniqnr among Federal education 
grant programsz while other programs also have detailed prerequisites on 
the use of Federal funds^ PX» 94—142 goes one step further by 
guaranteeing certain ri^ts to handicapped children and their parents 
without regard to the level of Federal spending. 

FX. 94—1^ is administered federally by the Office of Special Education 
(OSE) within the Qfi&ce of Special Education and Rehabilitative Services 
(OSERS>^ in the I>^>artment of Education. OSE is responsible for 
developing p>oUcy for the program^ distributing grants to States, and 
ensuring diat States are profMcriy and efficiently administering 94—142 
funds. In addition to P.L. 94—142, OSE administers programs serving 
handic^>ped cdiildren under PX. 89-313 (education for disadvantaged 
handicapped children in institutional settings) and coordinates policy with 
a number of other Federal programs including several Social Security Act 
programs: Title V Maternal and Child Health, Title XX Social Services, 
and Title XIX Medicaid and EPSDT (Early and Periodic Screening, 
Diagnosis^ and Treatment), 

At the State level, PX« 94—142 is administered by a State educational 
agency (SEA>« Although the State is charged with TttaVi-ng available a free 
appropriate public education for every handics^pped child^ the S£A has 
overall reqx>nsibi]ity for ensuring that PJL. 94—142 is properly implement- 
ed and administered* Congress established this line of responsibility 
— so that the failure to deliver services or the violation of the rights of 
handicapped children would be squarely the responsibility of one 
agency."^ The SEA is re^x>nsible not only for distributing PJL. 94—142 
funds to local educational agencies (LEAs), but also for si^>ervising 
educational programs for handicapped children in the State and ensuring 
that they are in compliance with SEA education standards. 

The LEAs are re^Kmsible for designing and providing special education 
and related services to handicapped children in accordance with the 
requirements set forth in the Act* 

Responsibility for providing funds to satisfy the requirements of P.L- 
94—142 is shared among the Federal^ State> and local governments. Since 
1978^ the Federal portion has been determined by a State grant 
entitlement formula. This formula is based on the number of handicapped 
children aged 3—21 receiving a free public education in a State multiplied 
by a percentage of the nationwide average per pufnl ejqpenditure. This 

^B^tion the r»f bHmhment a€ the Department of Edtwatsoo, tbe Burcan oT Edocatim for the 
Manriirap ped (3EH> wms lyp oa aib te for mdmkMumtain^ PX^ 94—142. 

^JS. Sessie Report Mo. 168» 94th Congress* 1st Schkmu Tlie EdiMCMtion fbrMB HmndHeapped ChUdrcn 
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percentage was 5 pacent in FY 1978 and wiU increase to 40 percent in FY 
1982. Although initial appiopri ations kept pace with this formula, recent 
approi»iations have fallen considerably behind. The advance ap^opna- 
tiSi for FY 1981 is $874.5 million, or only 40 percent cf the total Federal 
contribution needed to meet ihc formula. 

Some Federal funds are also available in the form of preschool mcentive 
erants, which are generated by double-counting the population of eligible 
^dnm aacd 3-5 years in the State. Th<^ differ from the basic grant m 
inai States may retain or distribute incentive grant funds as they desue. 
States tend to allocate the moneys as (1) State projects, (2) project grants 
to local educational agencies, or (3) formula grants. In the academic year 
1978-79, all States except New Mexico, Arizona, and Wyonung received 
preschool grants.. -?4iich totalled $17.5 million nationwide. 

In addition to these Federal funds. States may use any other available 
Federal, State, local, and private sources of support to meet tne 
requirements of PJL. 94-142. Insurers and other third-party payCTS are not 
rSeved from any otherwise vaUd obligation to supply or pay for health 
services provided, to a handicapped child, . - 

Early analyses of the program^ indicate that a strong bcgmi^g has 
been made in meeting the needs of handicapped children. In 1979, 3.9 
miUion children, approximately 75 percent of the Nation's handicai^>ed 
school-age population, were receiving a free appropriate pubbc education. 
By comMTison, in 1966, before the enactment of any Federal legislation 
on behaOf 3f handicapped children, only 1.2 to 1.8 million children were 
being served. In the last 2 years alone, 230,000 childr«a have been 
idcSfied as needing the services provided through F-L- 94-142. More- 
over, there has been a 10 percent increase over the last 3 years m the 
number of preschool handicapped children aged 3-5 rcceivmg special 

These studies also show that as a result of P.L. 94-142, physical therapy, 
occupational therapy, adaptive physical education, and ^"^^^"^fP?^' 
tion have become available at no cost to parents of handicapp*^ chaldren. 
In addition, the Act is credited with increasing by 40 percent the n«^b«- 
of previously institutionalized children served by local schools since 1975. 

£i Usdit of its overall concern with the planning and coordination of 
proeraS^ affecting maternal and child health, the Panel notes that on 
anotiier front the Act has made progress that merits attention. 

The Federal Government supports nearly 130 different programs for 
handicapped citizens, a number of which are relevant to the operation^ 
p j_ 94-142, including Titie Vs Maternal and COiild Health and Crippled 
Children's Sendees (administered under the Bureau of 0>mnaumty Health 
Services), the Disabled Children's Program (administered under tiie 
Bureau of Community Health Services), Medicaid's Early an*. Periodic 
Screening, Diagnosis, and Treatment program (adimnistCTed by tiie 
Heali^Sre Financing Administration), Intermediate Care Facihties for 

«To d»»e~^cvmiuMticm of PX. 94-142 has been «rt«mely limited, in p»rz because the law h«s b«a in 
effect only 3 yean. A Januaiy 1979 report prep«ed by the Boreaa of Educ.^ 

:^Sr^«««f^ on compliance i.»«-who i. oeing 
«vice». No iiational evaluation program outcomes i» yet available. 
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the Mentally Retarded (administered by the Health Care Financing 
AdininistratkmX and Community Mental Health Centers (administered 
by the National Institute of Mental Health). In the past* the disparate 
natoxe and detailed r^;ulations of these programs have forced families of 
handicap ped children to wind ^^<nr way through a con^lex marr to 
obtain needed services. 

PX^ 94—142 has provided tr mpctiL for brining a semblance of order 
into dus ^stem. Since the lav^ the riepartment of Education'^ 

has undenaken a niaj<»' effbn wymote interagency coordination. At 
the Federal level, nuyor agencies providing services to handicapped 
children have agreed to attempt to delineate some q>ecific roles and 
responsibilities for each agency. For example, written agreements are 
currently in effect between OSOtS and die Bureau of Community Health 
Services (BCHS), the Health Care Financing Administration (HCFAX the 
Rehabilitation Services Administration, the Administration for Public 
Services, the Administration for Oiildrec, Youth, and Families, and the 
Bureau of Occupational and Adult Education. 

Eq>ecially important to the deliveiy or health services is the Joint policy 
statement issued by die Bureau of Education for the Handicapped (BEH) 
and BCHS in 1978, whicL contains a commitment by both agencies to 
explore «aeas of collaboration amcmg the programs they administer. 
Among other things, BEH and BCHS agreed to provide a forum for 
reviewing regulations and policies to minimize the duplication of efforts 
and ffips in services and to r e spon d to problems identified by States* 
The joint policy initiatives between the Office of Education and HCFA 
are also critical to the effective and efficient ddivery of health services* In 
1978-79, these agencies developed several documents designed to increase 
coordination between PJL. 94—142 and EPSDT. In a joint p>olicy 
statement, they acknowledged the desirability of providing access to 
EPSDT services dirough spools whenever possible and pledged to take 
specified actions to accomplish this goal* Moreover, HCFA has issued 
memoranda encouraging Medicaid agency cooperation with State health 
and vocational rdiabilif ation agencies. Tide V grantees and other health 
care providers, as well ^ s SEAs* 

Impressive as they are, numbers and interagency a g r eem ents do not 
convey the full import of P«L. 94^142. Available evidence indicates the 
a major beneficial impact on the lives of handicapped 
ch£ \d their parents. Witness, for example, the recent testimony of 

ot?^ tcmesota parent before the House Committee on Education ar i 
L.^i>or 

Wit^m I look back on my experience before the passage of the law, I 
>ave painful memories of the many struggles assooated with 
obtaining appropriate educational programming for my son. It was 
my perception that I was merely requesting what was his basic right, 
but I was made to feel that I was asking for too much and my 



^In April 1980^ the Dcpmxtment of Healtlu Education* and Welfare was divided inlo two indrpmdcnt 
d epaima entp: Ibe Dcpartxnem of Health and Human Services and the Dcyai linen C cf Education. Rrior to 
that date, pcogracas cow admtntstered through the Department of Ed v -nation ^-ese Mdmimsssrsd throu^ 
the OfiSce of Fdnrarifm (OE> wfai^ was one of the operating compot i cats of the Dcpartutent oi Health, 
EdncmooRs. az»d Wel£ue. 
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r<!-quests were not received kindly. For him it was a question of 
inappropriate services, for others it was often a question of no 
services at all. ... It was the rare parent who v'as able to move the 
system to provide service for his or her handicapped child, for most 
patTcnts do not know where to go or how to begin. 

If it were not for P-L. 94-142, Minnesota wox^ld not have the fine 
special education statute it has today. Today parents have more 
input. Today schools cannot base their decisions regarding handi- 
capped children solely upon administrative convenience, and al- 
though today Public Law 94-142 may not yet be fully implemented, 
at least wc have a good beginning.* 
The Panel believes that the major accomplishment of P.L- 94-142 has 
been the revolutionary change in attitude toward handicapped children. 
Undoubtedly, much work remains to be done before this attitudinal 
Changs is transformed into a comprehensive service system to meet ail the 
nee«is^ of ha=dicspi>ed children. But at least in terms of educational 
opportunities, the framework is now in place to ensure that the*'^ children 
leccive the individualized instruction and related services t'aey i -squire. 



BASIS FOR RECOMMENDATIONS 

Although substantial progress has been made in meeting the needs of 
handicapped children, the P.L. 94-142 program has not yet lived up to its 
full potential. Several general problems affect the overall performance of 

the program. . . 

The Panel is troubled, for example, by the wide State-to-State variation 
in the number of children served in the first fuU year in which P.L. 94-14-* 
was in operation. Initial estimates were that approximately 10 percent oi 
the children in each State would be identified and served as handicapped. 
In practice, however, the percentages range from a low of 5.2 percent to a 
high o' 11.5 percent. It is possible, therefore, that States with low 
percentages may be missing as many as half of all eUgible children. 

The Panel attributes this uneven level of activity to several factors, two 
of which are especially si^iificant. First, States were in different stages of 
preparation when P.L. 94-142 was enacted. Massachusetts, New Jersey, 
and Michigan, for example, were prepared for P.L. 94-142 because they 
already had comprehensive education laws of their own in place. At the 
other extreme, many States without such programs were forced to 
implement P.L. 94-142 with virtually no previous experience or resources. 

Second, the definition and assessment of specific handicaps, especially 
learning disabilities and emotional disturbances, tend to vary from State 
to State. As a result, a child may qualify for education and related services 
in one State but not in another. This situation is caused by a lack of 
uniform standards and guidelines, which to some extent reflects the 



•Ook!t-=t^ M. Stattsnent before the Subco 
Edna'^oQ jnd Labor. Ovcrsigbt on Educate - 
I97V.p. 151. 



. ee on Select Education <^ the House Comxc' .we on 
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imperfect state of the diagnostic art. A better understasding of such 
childhood problems as poor selective attention, excessive activity, devel- 
opmental delay, and bdhavior dificulties is needed so that professionals 
can more easily reach consensus <m which children need help. 

Another problem of concern to the Panel is the inadequacy of early 
intervention efforts. The goal of providing services to all children with 
handicaps Irom birth to age 21 is explicit in the law, although no specific 
deadlines are set. Nevertheless, P.L. 94-142 includes provisions for 
developuig earfy identification and early intervention programs in States 
asastcp towards achieving this goal. These provisions stem from the 
cmrent expeii conviction that intervention is more effective than 
remediatioD because it relieves suffering sooner and <rften eliminates or 
reduces secondary consequences for the child and his family. 

While a numbo- of inq>ressive model programs have begun to document 
iiibstan'dal positive effects of early intervention, the FEmel is concerned 
t^at so few programs are available. P.L. 94-142 is, above all else, an 
entitlement program; thus, the situation in which some young children 
receive services and others do not is contrary to the intent of the law. 

The problem of misdassifying s[>ecific individuals or whole groups of 
children also disturbs the Panel. Current figures indicate, for exan^le, that 
the diagnosis of mental retardation is made far more frequently in some 
southeastern States than it is in other parts of the Nation. While the 
variation may reflect a truly dififerent prevalence of retardation, it also 
may occur because of the use of culturally biased tests, overceliance on 

one measure of function — for example, intelligence quotient (IQ) or 

racial discrimination. 

Several additional problems hamper P.L. 94-142's efiTectiveness even for 
tho^ handic^sped children participating in the program. Too many 
handicapf>ed children do not have an lEP or do not have one that is truly 
individualized. Some lEPs are simply prepackaged assessments with 
identical service recommendations for each child with a certain handicap; 
other plans may consist of different services, bi'* the schools have placed a 
ceiling on the total dollar amount that -^-^ be spent on each student. 
Furthermore, lEPs often call only for services that are already available in 
a school system rather than for services the child actually needs. 

Services agreed upon and prescribed for children are not always readily 
available, however. This is particularly true for physically handicapped 
children whose needs are often ignored as schools struggle to address the 
problems of learning disabled and mentally retarded children. It is not 
unusual, therefore, for children whose needs have been identified and for 
whom service plans have been written to be placed on waiting lists for 
months, depriving tZiem of equal educational opportunities. Children also 
are often switched back and forth between schools because of changes in 
tiicir service needs and the ability of scIrr>oIs to meet them. 

Schools have difficulty in accommodating handicapped children in 
other wa^rs as welL For example, schools txaditionally provide services 
only 9 months a year, 5 days a week. The educational needs of many 
seriously handicapped children are continuous, however, and they may 
require services during summers, vacations, or on weekends. School 
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systems are often ill-equipped to provide services during these periods, yet 
a recent judicial interpretation of P.L, ^142 appears to indicate that they 

must do so.' , J w., o t 

The Panel believes that the failure to make services mandated by r.!-. 
94-142 fuUy accessible and available is largely due to the excessive 
financial burden that has been placed on StPt-, and local educational 
agencies in providing a free appropriate pubUc education to h^<l>«apP«^ 
children. Indeed, because congressional appropnauons for P.L, y4-i4Z 
have fallen significantly below the expected levcU these agencies now bear 
the major biSden for funding P.L- 94-142 programs. Unless Congress 
increases funding in the very near future, many of the problems outlined 
above will remain unresolved. ^ « , , , , 

Additional funds to implement the mandates of P.L. 94-142 could 
possibly come from Medicaid and other health insurance progr^ns 
Srough reimbursement for the health and mental health services provided 
under the Act. However, restrictions on Medicaid eUgibiUly and hmita- 
tions on service coverage preclude many handicapped children from 
receiving the services they require. Moreover, reimbursement from private 
insurers is often denied because services are deemed to be education- 
related rather than health-related. ^ ^. ^ . -r n 

The Panel beUeves, however, that shortfalls m fimdmg do not fully 
account for current deficiencies in the operation of the P.L. 94-142 
program. Because of their lack of clarity and precision, the Act itself ^d 
its Accompanying regulations also must shoulder some of tue blame. For 
example terms such as "identification," "education,* and related 
serwoes" are defined and described somewhat ambiguously. There are 
often questions, therefore, as to how children in need of special education 
and related services are to be identified, when their education shoiJd 
include services that are sometimes viewed as care and ttcatment by 
health and social welfare pre ders, what constitutes a related service, and 
who is to provide and pay for ^ ■ j e- 

The legislation and regulations are also vague m their dehneation ot 
specific roles and responsibilities for carrying out the mandates of P.L. 
94-142. There is a general lack of understanding, for example, that the 
State, and not the SEA, is responsible for ensuring that every child mAe 
State receives a free appropriate pubUc education, and that the SEA has 
been delegated the sole responsibility for ensuring compbance with the 
requirements set out in P.L. 94-142. , u 

Furthermore, P.L. 94-142 leaves unresolved many issues that touch 
upon the relationship between health and education and the responsibUi- 
tiS^ each sector should bear in providing special education and related 
services to handicapped children. The Act and its regulations do not 

answer such questions as: . . • 

• What is the responsibility of educational agencies m ensurmg the 
quality of required health and mental health services? 

• What responsibility do they have regarding the avaUabiUty and 
appropriate but confidential use of a child's health and mental 
health history in developing the lEP? 

'Anmtron^v. Kline 476 F. Supp. 583 (E.D. Pa. 1979), M/rd4SS 1298 (3d Cir. 1980). 
O 76 C- 

ERIC / 



• What authori^ do occi^>atk>iud and physical therapists, nurses, 
and educatkm personnel have in making recommendations for 
health lervioe needs? 
The Panel is conoemed that such unsettled issues have affected the overall 
performance of the PX. 94-142 program. 

Another problem inhibiting the effectiveness of P.L. 94-142 is the lack 
of a i-^n>o n^i'*f netw ork of services for handicipped children. When 
Cdngress rnnrtr<f PX. 5M— 142, it e9q>ected that education and health 
aewicicff would coordinate the delivery of sendcxs. This has not always 

Schools are increasingly recognizing the health needs of their handi- 
capped students, and health professionals are becoming increasingly 
aware of tb functional and educational a^>ects of tibeir patients* lives. 
However* there still remains a significant d];q>]ication of services (jparticu- 
laxly evaluative servicesX a lack of mutually conqirehensible terminology 
by mental ftmltti. and education professionals, and inadequate 

cooperation among agencies to meet the needs of handiciqyped childrexu 
AH too often £unilies must seek out health services firom a variety of 
providers* go firom agency to agency to obtain funds for s;^yplies and 
medicines, and painstsldngfy piece together a program fo^ themselves and 
their children. It is not ^ihit^^v^I for the mother of a Iuud ^^iped child to 
5^r^Tm if*-' advocacy with agencies and schools her fuU-u^^e job. Services 
may be availaUe, but they are often provided in far-flung locations and by 
a variety of professionals — many of whom require extensive and exhaus- 
tive probes into the families' sooal and financial status. Agencies may all 
show concern, but few can provide a coordinated package of needed 
services. FX. 94—142 was responding to this problem \^en it placed the 
responsibility of coOTdinating services widi the SEAs. In practice, 
however, these agencies have been unable to live up to this responsibility. 

The F^el believes that three key factors inhibit effective and efficient 
coordination. First, while there is a definite education sector — the public 
school system — ^^lich has a relatively stable and r^licable structure from 
town to town and State to State, there is no parallel health system. Most 
children receive their health care in the private sector from individual 
pra ctition e rs , ho^ntals, and clinics provi<Ung various services and using 
several payment m^h?^'«**"g It can become quite difncult, therefore, for 
the education sector to determine with whom it is supposed to coordinate. 

Second, notwithstanding the fact that e^ch piece of legislation pertain- 
ing to services for the liandic£^^>ed generally provides for coordination 
with other pr ogr a ms, definitions and Tnandates among programs are not 
always consistent in their approaches to handicapped children. 

Third, although the Federal Government has initifftr^ a major effort to 
improve interagency cooperation by focu&ing primarily on the negotiation 
of Federal, State and local agreements, many of these agreements are 
merely promises to cooperate. They do not include comprehensive 
procedures that address the xn^or areas of overlap, the determination of 
which services are sqspropriate, the qualifications of the persons providing 
i s services, or-the mechanism for paying for them. 

Other problems also bear upon the ability of P.L. 94—142 to accomplish 
its goals. One, which is a major deficiency in the prpgrair, is the lack of 
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technical assistance to help States overcome their difficulties in providing 
adequate sp>ecial education and related services. 

The Panel contends that many school systems are failing short of 
meeting the requirements of P.L. 94-142 because the skills required to do 
so are not sufRciently developed in the educational system. Teachers and 
educators are not always knowledgeable about community agencies. Also, 
they are not trained in the integration of health, social, and psychological 
data and consequently are noi necessarily equipped to manage health 
problems in the classroom. Traditional training of public school teachers 
does not, for example, extend to techniques such as signing or handling 
gross motor seizure m the classroom, yet such knowledge may be needed 
to work with handicapped children m the least restrictive environment. 

Health and mental health professionals working in schools also may not 
be prepared to deal with the special needs of handicapped children. The 
Panel is particularly conce* ed about the abr 'tty of school nurses to play a 
leading role in the "implementation of P.L. 94-142. Many schools have nc 
school nurses at all; others i'^e served by health department nurses who 
can spend only a few hours a week in the school because of other 
commitments and responsibilities. School nurses, like most educators, 
often have iusufTicient information about community-based agencies that 
provide required services. In addition, many are ill-prepare J to rne**t the 
needs of handicapped children, or else have not kept abreast of current 
developments related to the diagnosis and treatment of handicapping 
conditions. 

Another limitation of the program is the insufficiency of monitoring 
procedures to identify noncomplying P.L. 94-142 programs and the lack 
of enforcement efforts by the Federal Government to bring such programs 
into conformity with the Act. Until improvements are made in these areas, 
PX. 94-142 will not realize its full potential. 



PLAN OF ACnON 

The primary purpose of the Panel's proposed plan is to maximize the 
likelihood that medical, health, and mental health services required by 
P.L. 94-142 will be delivered to handicapped school-aged children m the 
most appropriate and effective manner. The Act and its accompanying 
regulations offer little guidance as to how this goal can be accomplished. 

It is the Panel's considered opinion that health and mental health 
services can best be provided by, or under the direct supervision of, 
appropriate community agencies. When such services could be furnished 
more effectively and efficiently in the school setting, these agencies should 
assign staffs to the schools. There basically are only two circumstances 
under which the Panel believes schools should hire or contract with health 
and mental health professionals. One is when the required diagnostic, 
health, and counseling services are not available through commumty 
agencies. The other is when the school can ensure a formal involvement 
with health and mental health agenices and can assure *th:-t its staff will be 



78 



SO 



included in tramrng, sopervisioii, and other stafT ocvelopment activities of 
''^csc agencies. 

To bring about this »^.'7mHintty«ba»ed system, the Panel pit^poscs: 

• clarifying Federal policy with regard to the children covered by 
PJL- 94—142 and the services they are to receive 

• ff M ^ i iiring that health and mental health resources be used to the 
fhdest extent possibte in inq>lementing P.L. 94—142, and in 
delivering and financing required health and mental health 

• assuring that appropriate in-service training is made available to 
education and health p er s o n nel 

« expanding Federal and State monitoring, technical, and enforce- 
ment activities 

• ensurio^ that IHPs axe based upon a p pro pri ate physical and 
men^ health infoimation and e xper t i se 

• increasing Federal funding for PJL. 94—142 to the authorized level 
The Panel suppers the basic pr ecepts of PJL. 94—142. Therefore, the 

PaneTs strategy for implementing its recommendations generally relies on 
regulatory and administrative actions. 



CoonBiiatioo of Federal Activities 

Changes should emanate from the Federal level, begmning with the 
development of a strong coordinated network of services for handicapped 
ddldren. The Panel urges that all Federal agencies involved in the 
financing and delivery of education, health, and mental health services 
take whatever steps are necessary to coordinate their efforts in inq>lement- 
ing P.L. 94-142. Specifically, the Pand reconunends that the BEH/BCHS 
joint policy statement be carried out to the fullest extent possible so that 
the responsibifities of health and educational agencies are cieariy 
delineated. Action on the OE/HCFA joint p<^cy statement also should be 
taken to ensure that Medicaid reimbursement for health and mental 
health services required imder PX. 94-142 is provided for Medicaid- 
eiigible children. New interagency agreements must be developed as well. 
The Panel recommends in particular that agreements be reach e d between 
the National Institute of Mental Health (NIMH) and OSERS specifying 
how mental health services will be made available. 

In addition, the Panel recommends that appropriate Federal agencies 
issue joint guidelines, informing State and local educa t ional, health, and 
mental heal^ agencies of the purpose and result of Federal coordination 
efforts. These State and local agencies should be provided with the 
technical n«?*ri*ftanrr they need to understand and better implement P.L. 
94—142. Additionally, the Panel proposes that appropriate Federal 
agencies undertake joint research efforts to develop definitions of 
handicapping conditions and standards for services. 

To promote the development of a coordinated network of required 
services, the Panel also recommends that Federal regulations and 
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supporting guidelines be amended to clarify the role of h<,alth and mental 
health agencies and professionals in oviding special education and 
reUted services to handicapped children. More specifically, the Panel 
proposes that regulations implementing the "child find" requirements of 
P.L; 94-142 be amended to provide that health and educational agencies 
must work cooperatively to evolve a plan for locating and identifying all 
handicapped child ^n, and to defme "child find" rcsponsibiUties accord- 
ing to primary contacts with the child. Such measures arc essential to the 
development of efieciive early identification and early intervention 
programs. 



Appropriate Service PravitS*^ 

The Panel proposes that regulations pertaining to the related services 
component of the Act be revised to require that educational agencies 
identify appropriate health and mental health agencies to serve as expert 
consultants in implemeniing . is facet of the P.L. 94-142 program. Such 
modifications should require « «cational agencies 'o establish cooperative 
arrangements with health and .cntal healt*- agencies f o that referrals can 
be readily made for the diagnosis or evaluation of a handicapping 

condition. _ 

Educational agencies also should 'oc required to make every effort to 
utilize all existing health and mental health resources to dehver and 
finance health and mental health services before they can expend funds 
aUocatcd under the Act. The Panel suggests that specific use be made of 
the services provided by TiUc Vs Crippled Children's (Cej Services and 
Community Mental Health Centers (CMHCs). But other health and 
mental health resources should be employed as weU. Among P"t>"C 
agencies, educational agencies should look to maternal and child health 
projects, comprehensive health centers. Title XX supported services, local 
health departments, and nursing agencies to provide needed services. In 
the private sector, educational agencies should turn to hospitals, health 
maintenance organizations (HMOs), private physicians, therapists, and 
other health and mental health providers for assistance. 

Public and private insurance mechanisms, such as Medicaid or Blue 
Cross/Blue Shield, should be used to pay for required services. Medicaid 
already requires first-dollar coverage for needed health-related servic^ 
but Stales must be better informed about this policy. On the other hand, 
the policy of many private insurance companies is not to reimburse for 
related services mandated by P.L. 94-142. The Department of Education, 
therefore, should develop incentives through which States would be 
encouraged to require payment by private insurers for services that would 
be covered if they were not recommended or provided by an educational 
agency. Consideration should also be given to withholding Federal 
ojntracts from companies that engage in this practice. 

Finally, the Panel recommends thzt guidelines be issued encouragmg 
LEAS to hire or contract with an individual health or mental health 
professional only when services are unavailable through community 
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■grpcici or when the school can ensure a form&l relAtkm^hip with 
community-baaed agencies through which health and mental health 
resources will be coorduutted. In such instances, the agencies should make 
every efTort to secure fina-ncial s^qpport for the child from appro p riate 
health or mental Ikealth resources. 



AddMoDal Reoommencfairtons 

Beyond these more general proposals, the Panel recommends some 
refinements of the r^;ulatOfy ftamework ^>ecifically directed at certain 
tei. > and activities described in PX. 94-1421 

dsriAcaiioa oC TSenv aad RcsipoasiMHtlcs 

The first such proposal concerns the terms ''identification.'* ''educa- 
tioo,** and *Mated services.** Utilizing the expertise of NIMH and the 
Federal Mgpacy administering tike Htle V program* the Department of 
Education s lwHikl clarify by regulation and in some instances, px^cy 
memoranda, the meaning of these concepts. This is particularly important 
for the term ''related services,** whidi has been a source <rf'misunderstand'- 
ittg from the beginning of P.L. 94-142. For exasrqjie* under current 
re^iiatioiis concenung "related services** it is not dear Aether "counsel* 
ing services** i nc h ide psychotherapy and family then^ay. The regulations 
should be amended to include thc^'; services among the list of -elated 
services the Act provides for and to ^>ecify that th^ be furnished by 
qualified professionals such as social workers and psychologists. I urther- 
morc, since a med ic al diagnosis may be necessary to ensure private and 
pntrfic reimbursement for these services, the Panel recommends that the 
Department issue a policy memorandum to explain that the Act covers 
medical services provided for this purpose. 

A second recommendation is for an explanation of the ^ecific role of 
the SEA in providing (Education and related services. Tbec Pi&xicl pr^^poscs 
that the Department of Education release a policy memorandum 
danfying that the State, and not the SEA« must ensure that a free 
a p pr o pr i ate public education, including related services, is furnished to 
each handicapped child in the State. The memorandum should explain 
that the SEA may redelegate its supervising^ staxKiaxd-setting, and 
monitoring responsibilities to health and mental health agencies so long as 
the SEA retains ultimate responsibili^ and the policies promoted by other 
State agencies are consistent with the minimum standards set out in P.L- 
9^142. 

D e v el op m ent oT the lEP and Coordteatioo of Serrices 

The Panel believes that the process for developing the lEP needs 
clarification as welL Regulations should be adopted that specify the 
requirements for the provision of health and mental health information 
and the role of heal^ and mental health professionals in the evolution of 
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the lEF. Siich regulations should encompass a nximbcr of ideas that the 
Panel maintains are important in ensuring that the lEP is based on 
appropriate physical and mental health expertise. . , e a 

First and foremost, these regulations should require that the LEA 
desisnate or employ an appropriately qualified heaJth professional to 
maiu^ the related services component of the IEP.»o Under the regula- 
tions, this "health care coordinator'' would be responsible for obtaimng— 
with the parent's consent— all pertinent needed data from the child's 
primary physician and from any consultants or special medical programs 
in which the chUd has participated. The health care coordinator also 
would be responsible for arranging any additioiud medical evaluaUons the 
child might need through appropriate commimity resources, mcludmg CC 
services, CMHCs, local and regional hospitals, and other pubUc and 

private facilities. . , , . ^ i j 

If a child exhibits a health or mental health problem, regulations should 
mandate that the formal meeting to discuss the lEP with parents mcludc 
someone skilled in understanding medical information and. where 
appropriate, a mental health professional from a local agency- When the 
child's primary care physician cannot or will not perform this role, the 
designated health care coordinator should substitute. The health care 
coo5inaior. however, should be in contact with the child's primary 
physician before the lEP meeting; after the meeting, the coordinator 
should make the proposed lEP available t-, the child's doctor for review to 
f^nsorc consistency between medical and educational treatments. Regula- 
tions should also encourage txic participation of such health personnel as 
nurses and physical or occupational therapists, where appropriate, and 
permit them to make recommendations on the nature, frequency, and 
smiount of service required. Nevertheless, such recommendadons— as wcU 
as all other medical and health components of an lEP— should be 
approved by the child's primary care physician before bemg formally 
incorporated into a specific plan. 

Confidentiality of Records 

The Panel recognizes that Federal statutes and regulations to protect 
education and medical records of handicapped children are somewhat 
limited. The Family Educational Rights and Privacy Act requires that an 
educational agency have a written release from the child's parent before 
disclosing personally identifiable information from a student s education 
record. Parental consent is not required if the disclosure is made m the 
chad's school to other school officials who have legitimate education 
interests. Protective measures that are more directly related to handi- 
C5«ppcd children and their parents arc spe^ically mandated by f.J-. 
94^142 and its implementing regulations. j j 

The Panel believes, however, that further safeguards are n^ed. It 
recommends that the Department of Education develop additional 
regulatory protection for the educational and medical records of handi- 
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ca p pe d ddkirexi. C urren t regalatkms should be amended to require that 
the contents of an lEP, any notes from an lEP meeting* and all 
supplemental mformatiofli — hoine visit reports, for example — be consid- 
ered confidential and that the educational agency not dfwrlo^ any part of 
titiat infOTmatioai without informed written consent from the child's parent. 
Under these regnlatiom. pexeats should b^ given the right to determiue 
who ma^r be m. party to any part of an lEP meeting in which confidential 
inlbrmation is discussed. Finally, the Panel recommends that the 
regnlatiocis specify that parents be informed in writing of all their rights 
relating to isiuies of privacy and confidentiality. 



In-service training for per xmuel who deliver services reqtiired by P.L. 
94—142 is another mandalnd activity that needs improvement. Current 
regulations do not include a rede for existing health and mental health 
resources. The Panel recommends, therefore, that these regulations be 
re v is ed to require that health and mental health professionals — particular- 
ly those associated with maternal and chOd health, crippled children's, 
and community mental health programs — participate in developing and 
delivering in-service training to general and special education personnel, 
inriudtng l aem b er* of the scbo<d*s instructional, related services, and 
swqpport staff. Stmilariy, ^>ecial education personnel should be required to 
woriL with health and mental health professionals in evolving health- 
related in-service and preservice training pr o g r a ms. 

Such programs sh<nild include familiarization with various handic^v 
ptng conditions and related support care needs, and should be aimed at 
changing attitudes among education and health personneL In addition, in- 
dep Ji training on specific handicaps, such as hemophilia, should be 
provided on a consultation basis to individual education and health 
p er s o n nel in the schools. 



Xecknicai Aaristanoe, Program Monitoring, and Enforcement 

Lacreased and improved tecfar.ical assistance also is needed to promote 
and expand PX. 94—142 services. This assistance should include informa- 
tion about public and prxvale funding resources for health and mental 
health services, along with personnel training materials developed with the 
assistance of the Federal Title V agency. 

P.L. 94—142 will never reach its full potential, however, until the 
E>epartment of Educa t ion enforces fuU compliance with the mandates of 
P.II. 94—142 and its accompanying regulations. A strong enfo r ceme n t 
posture will be particularly critical if fiscal pressures result in reduced 
services for handicapped children in direct violation of the specific 
mandatrs of PX. 94-142. The Panel suggests that OSE and the SEAs 
monitor the implementation of P.L. 94—142 through statistical reports, 
complaint investigations, and periodic onsite reviews, especially with 
regard to the develop m e n t of the lEP and the jjto vision of related services. 
The Panel recommends further that OSE pursue the enforcement of full 
compliance with P.L. 94—142 and with other civil rights statutes, both 
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through its own efforts and in cooperation v,-ith other Federal enforcement 
agencies.'* 

Pro^nua Ftmdlng 

The Panel'^s final recotnmendation relates to funding. The Panel urges 
that Congress appropriate funding for P.L. 94-142 at the authorized level. 
Although the Panel recognizes that the mandates of P.L. 94-142 apply 
irrespective of the level of Federal funding, it believes that increased 
Federal support is necessary to increase the likelihood that the congressio- 
nal promise of appropriate educational opportunities for all handicapped 
children will, in fact, become a reality. 
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CHAPTER 6 



COMMUNITY MENTAL 
HEALTH CENTERS AND 
SERVICE SYSTEMS 

MAJOR RECOMMENDATIONS 

In re^xmse to the Nation's need for conq>rehensive mental faealth 
services for children and other unserved or undcrserved populations. 
Congress cnactrd the Mental Health Systems Act on Sqptcmber 30, 1980. 
President Carter signrd the l^islation into law just 1 week later. The new 
Act win replace the Mental Retardation and Community Mental Health 
Centers Construction Act which was reqwnsible for creating the current 
network erf" Commimity Mental Health Centers. It will not become 
effective, however, until FY 1982. 

In hg^t of this recent devel op ment, the Panel's recommendations 
basically are directed at the mechanisms through which the Mental Health 
Systems Act will be implemented. Other proposals involve revisions in the 
substance of the Act itself. All proposals are oflTcrcd, however, against a 
background of the failure of Community Mental Health Centers and their 
enabling legislation to address adequately the special mental health needs 
of childxen and youth. More ^>ecihcally, the Panel makes the foUowing 
recommendations: 

• I>evclop and expand the availability of mental health services for 
children, including early detection and treatment of developmen- 
tal problems and preventive services for children and their 
families. 

• Increase the availahili^ of high quality treatment services for 
children and adolescents, including hospital and residential care, 
as well as appropriate communis siqyport mechanisms. 

• Establish Federal policies to foster the develo pm e n t of mental 
health services in rural and other underserved areas, and to assure 
the co n tinuation of existing services — cspcdaHy those serving 
minority and low-income families — that deliver needed consulta- 
tive, preventive, and therapeutic services to children. 

• Require Commimi^ Mental Health Centers and other federally 
supported mental health service progiams to coordinate their 
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services with general health care programs, and with education 
and social service agencies serving children* 

• Require Community Mental Health Centers and other federally 
supported mental health service programs to extend their services 
into schools. Head Start programs, and juvemte institutions, and 
to involve families in the delivery of mental health services for 
children. 

• Require State mental health service plans to recognize the 
developmental needs of infants, children, and adolescents. 

• Provide Federal support for research and training activities 
designed to develop a base of knowledge and expertise for the 
effective deUvery of mental health services to children. 

• Increase Federal funding for all mental health services, but 
especially those for children. 



PROGRAM DESCRIPTION 
ANO ACCOMPLISHMENTS 

As originally enacted in 1963, the Mental Retardation and Community 
Mental Health Centers Construction Act^ (known generally as the 
"Community Mental Health Centers or CMHC Act**) authorized limited 
Federal financial assistance to States to aid them in the construction of 
Community Mental Health Centers (CMHCs). Congress believed that 
such centers could be more effective in treating the mentally ill than the 
institutional programs of State and county mental hospitals that had been 
the dominant mode of treatment. The hope was that, ultimately, 
commimity-based treatment programs would supplant large institutions in 
dealing with the >Iation*s mentally ill* 

The 1963 Act gave priority to general hospitals that wished to develop 
CMHCs as part of their services. To qualify for assistance, each CMHC 
was required to provide a TnininmiTn of five services that included 
inpatient^ outpatient, partial hospitalization, emergency, and consultation 
and education. Facilities were to be individually designed so as to meet 
the needs of a CMHC*s service or "catchment area/* 

Initial CMHC funds basically were to be used to build new, and expand 
existing, facilities. However, through a series of amendments adopted over 
a 15-ycar period. Congress broadened the original CMHC program to 
provide Federal assistance for a number of supportive and administrative 
activities in addition to appropriations for new services, including those 
for children.^ Part F of the 1970 amendments to the CMHC Act created a 
new program for children's mental health services under which funds were 
made available for construction and staffing assistance, and for training 
and evaluation. These funds were authorized for consultation services in 
both commxmity health centers and specialized treatment facilities. The 

*Titlc 42 U^.C. Section 2689 ct scq. <I976 A Supp. II 1978), 

^Throughout thic chapter, the term ^childrca** is used to refer to all ixulividuals up to and including age 
!?• The term **infani*' refers to children in their first year of life; the terms ''adc^esccnt** and "youth" refer 
to children ages 12^17. Unless these terms are mentioned specifically* the reader should assume that 
r e f erence is being made to "children** in its'broadest sense. 
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1975 amendments, however, specifically revoked authorization for the 
Part F program. At the same time, these amendments expanded the 
number of services required to be made available by or through CMHCs 
to include mental health services for children, although no special grant 
program was established for this purpose. 

As presently structured, the CMHC Act bears little resemblance to the 
original enabling legislation. Indeed, imder the current law and its 
regulations. Community Mental Health Centers must now provide 12 
Instead oi" 5 basic mental health services t> qualify for Federal financial 
.^ss^tance. TLtesc =ire;. 

• inpatient services 

• emergency services 

• outpatien/. services 

• court screening and referral 

• follovitiip 

it consultation mid education 

• day care an .l partial hospitalization 

• transitional services 

• services for children 

• services for the elderly 

• alcohol treatment and rehabilitation 

• drug treatment and rehabilitation^ 

In most cases, the first six of these service categories must be made 
available when a Community Mental Health Center is established. 
CMHCs must phase ia the remaining mandated services — including those 
for children — based en local needs and resoiurces over e 3-year period. 
Services may be provided at the CMHC itself, at satellite centers through 
the CMHC staff, or through arrangements with health professionals and 
others in the CMHC catchment area. When medically necessary, services 
must be made available and accessible 24 hoiu^ a day, 7 days a week. 

In addition to these requirements, CMHCs are required to coordinate 
their mental health services with the services of other he;Uth and social 
service agencies and establish ongoing qMality assurance programs. Each 
center also must have represeniatives of its catchment areas on its 
governing board. 

The Co mm u ni ty Mental Health Centers Act offers six ba.*dc grants of 
limited number a nd duration. 1 uxids are available (1 V^o plan Community 
Mental Healtb Center programs; (2) for the initia'i operation or stafnng of 
CMHCs; (3) for CMHC consultation and education ? jrvices; (4) to 
convert all CMHCs to full service centers; (5) to alleviate CMHCs' 
financial distress as needed; and (6) to acquire, remodel, lease, construct, 
or expand CMHC facilities. lA>th public and nonprofit private entities 
may apply for grant funds. No grant wiU be made, however, unless a State 
plan for the statewide provision of comprehensi\ e mental health services 
has been approved by the Secretary of the Department of Health and 
Human Services (DHHS). 



^lUpe prevention and control services also may be provided by CMHCs through the National Center 
for the Picvctttion and Control of Rape. The Center, wbkilx is adminisfered witlua the National Institute of 
Mental Health, was established under the 1978 amendment* to the CMHC AcC 
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The CMHC program is administered regionally under regulations and 
euidelines developed by the National Institute of Mental Health (NIMH) 
Sdthin DHHS, Each of the 10 DHHS regional offices reWews ^ant 
applications, provides technical assistance to applicants, and momtors 
funded orograms. The authority for fmal approval of program grants rests 
with the National Advisory Mental Health Council, whose members are 
selected by the Secretary of DHHS with the concurrence of the^Presjident. 

Currentiy, 752 Community Mental Health Centers provide services 
throughout the 50 States, the restrict of Columbia, Puerto Rico, Ouam, 
and the Virgin Islands. In 1977, centers served an estimated 1.8 million 
people including 396,000 chUdren, or 22 percent of the total.^ Ongi^ly, 
CMHCs were hospital-based, but over time organizations such as 
nonprofit groups and special clinics have also been involved m providing 
services. Total expenditures for the CMHC program over the past 14 y;ears 
have been approximately $2.2 bilhon; 7.3 percent of this amount has been 
spent on services for chUdren through the Part F program.^' 

Although the CMHC Act has undergone substantial revisiODii over Oie 
years, its purpose has always remained the same: the establishment of a 
Nationwide, community-based mental health system. The Panel beheves 
that considerable progress has indeed been made in achievmg this goal 
and is encouraged by a number of signs supporting tins view. 

Perhaps the most important achievement is that CMHCs are providing 
mental healtii services to persons who have traditionaUy gone without 
them There has been a substantial increase in the availabUity of mental 
health services to the indigent and to persons living in low-income rural 
and urban areas. In fact, 54 percent of all patients seen m Commum^ 
Mental Health Centers have annual family incomes of less than 3»S,UOU. 
and 37 percent of funded CMHCs are in rural settings.^ , . ^ , 

Community Mental Health Centers can also be credited with develop- 
ing effective public information and education programs about mental 
healtii mental illness and prevention, and available community r^ources. 
These programs have resulted in an increase of referrals to CMHCs not 
only from traditional referral sources such as famiUes and schools, but 
also from social services, law enforcement agencies, and other commumty- 

based organizations. , , • -r- * 

In addition. Community Mental Health Centers have made significant 
financial progress: in keeping with Congress' ori^al mtention of 
providing onlf limited Federal financial assistance for CMHC operaUon, 
inters have increased their abihty to generate tiiird-party reimbursements 
for direct patient care services. Receipts from services have more Aan 
doubled, from 16 percent of total receipts in 1969 to 36 percent m 1977. 

-•us Department of Health and Human Services. National InsUiute of Mental Health. CKvision of 
Biometrya^d Epidemiology. Provisional Data an Fcd^aUy Funded Community Mental Health Centers, 
1977-1978 Bethesda, Md.: NIMH Survey and Reports Branch. May 1980. 

5U S Senate. Committee on Labor and Human Resources. 96th Congress. 2nd Session. Tl.: Mental 
H^'ai^a^Aet Report No. 712 ro Accompany 5 //77. Washington. D.C.: U.S. Government Pnntmg 

Office. 1980. pp. 22-23. „ ^ „ i 

6US Senate. Committee on Labor and Human Resources. 96th Congress, 2nd Session. TTie Mcntai 
Health' Systeav^ Act Report No. 712 to Accompany 5 1177. Washington, D.C.: U.S. Government PnnUng 
Ofnee. 1980. p. 32. 
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Program accomplishments for children, however, are difHcult to assess. 
Current data are unavailable because existing reporting systems do not 
identify the number of children served and the services they receive. The 
few evalxiations that are available tend to focus on the administration and 
operation of the Part F program that was enacted in 1970 and that 
provided grants to CMHCs and free-standing children's mental health 
clinics. Although the program was carried out on a relatively limited 
scale,"^ studies show that the part F program played a critical role in 
helping to meet the mental health needs of the children and youth who 
were served under it. Part F programs have been credited with 

• increasing the rates of child and adolescent referrals from 
community caregivers 

• increasing direct services to children 

• increasing the average number of CMHC full-time equivalent staff 
members serving children 

• increasing the average number of children's indirect services per 
center* 

Part F programs produced other significant results in their catchment 
areas as well. Outreach activities were expanded to include services in the 
school setting. Contacts with children of indigent families increased; more 
than 50 percent of the clients who received services through the Part F 
program lived in poverty areas.^ Community training activities and 
consultation services in the community increased also. As a consequence 
of these and other factors, CMHCs with Part F grants experienced a 49- 
percent average increase in their caseloads.'" And by participating in the 
sharing of staff and resources with other service systems. Part F programs 
contributed to the development of a better coordinated mental health 
system. 



BASIS FOR RECOMMENDATIONS 

Since its inception in 1963, the CMHC Act has accomplished a great 
deal. But it has also suffered from a number of shortcomings that have 
impeded efforts to establish an integrated local-Stato-Federal mental 
health system and to meet the special mental health needs of the Nation's 
children and youth. 

A basic problem is the insufficiency of CMHC coverage and capacity. 
The Panel is disturbed that, although the CMHC Act has been in 
operation for 17 years, more than one-half of the country's population still 
lives outside the CMHC catchment areas. In many rural areas, resources 



One hundred and sixty-one projects were funded through the Part F program. Of this number, only 19 
projects were located in CMHCs. The remaining projects were administered by free-standing children's 
clinics. 

®Sowdcr. B. J, Assessment of Child Menttd Hesdtb Needs aad Programs. American Technical 
Assistance Corp./General Research Corp. Contract Report OAI5-A-CR-78, March 1975. 

'Sowder, B. J. Assessment of C3iUd Mental Health Needs and Programs. American Technical 
Assistance Corp./General Research Corp. Contract Report OAI5-A-CR-78, March 1975. 

"^Sowder, B. J. Assessment of Child Mental Health Needs And Pmgrams. American Technical 
Assistance Corp./General Research Corp. Contract Report OAD-A-CR-78, March 1975. 
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are insufficient to meet the Act's basic service requirements. The Panel 
also is troubled by the inability of some CMHCs to meet the mental health 
needs of the people living within their catchment areas. Racial and ethnic 
minorities especially have not been fully served by the CMHC program. 
In addition to a lack of funding, these problems of service availability and 
adequacy undoubtedly are caused by insufficient planning, poor manage- 
ment, and deficient monitoring and quality assurance procedures.^* 

More importantly, the Panel believes that the CMHC program has been 
grossly deficient in meeting the mental health needs of children and youth. 
Current estimates indicate that at most, only 20 percent of the children 
who need mental health services are, in fact, receiving them.*^ Tliis low 
proportion is even more disturbing in light of the fact that there arc 
approximatei3' 70,000 chronically mentally iU children imder the age of 18 
in the United States today, and 5G to 80 percent of them will retain their 
disabiUties into adulthood.'^ 

Even where mental health services are available, they do not sufficiently 
meet the special needs of children. Although services to children have 
been among the 12 statutorily mandated CMHC services for the past 4 
years, several studies and reports indicate children remain a major 
underserved pK>pulation.** 

While CMHCs provide some traditional outpatient services to children, 
very few are designed to meet the special requirements of infants and 
young children with cognitive, emotional, and psychoneurological devel- 
opment problems. The centers also give little attention to children at risk 
or to disturbed adolescents. These are infants, children, and adolescents 
who generally require more than the usual mental health services. For 
example, multidisciplinary evaluations, consisting of such services as 
nutritional assessments; visual, hearing, and speech tests; psychoneurolog- 
ical testing; and small- and gross-motor skill evaluations often are needed 
for appropriate treatment. 

Also of concern to the Panel is the acute lack of appropriate mental 
health services for severely or chronically disturbed children and youth. 
While there has been some improvement in recent years, most of the 
estimated 2 million children and adolescents with severe mental distur- 



• 'For a more in-depth analysis of the general problems relating to the deUvery of mental health services 
under the CMHC Act, see, for example, ComptroUer General of the United States. LegislMUve and 
JUtministntive Changes Needed in Communis Mental Health Centers Prograxns. Washington, D.C.; 

Government Printing Ofiice. 1979. Naierman, N.. B. Hasldns. and G. Robinson. Community Mental 
Health Centea~A Decade Later. Cambridge, Mass: Abt Associates, Inc. 1978. ComptroUer General of 
the United States. The Commumty Mental Health Centers Program—Improvements Needed in 
Management. Washington, D.C: U.S. Government Printing Oflice, 1971. 

"Herah, S. P. "A Review and Commentary on the Carter Mental health Systems Act,** The Clinical 
Psychologist 32, Summer 1979. 

'^Louiie. I. ChTonicaUy Mentally IU Children and Adolescents, a Special Report for the National Plan 
for the Chronically Men tally 111, August S. 1 979. 

I^See, for example. U.S. Commission on Civil Rights. Report: The Age Discrimination Study, Part 1. 
December 1977; and Part II, January 1979. Washington. D.C.: U.S. Government Printing OfHcc; The 
President's Commission on Mental Health. Report to the President, Volume I. Washington, D.C: U.S. 
Government Printing Office, 1978. 



90 



bances" are not receiving the services th**y need. Few CMHCs, for 
instance, have addressed the reality that a si^iificant number of children 
need inpatient or residental care. Moreover, because many severely 
disturbed children and adolescents are covered by P.L. 94—142 (the 
Education for All Handicapped Children Act) they frequently are placed 
in special schools or special education classrooms. Educators, however, 
make little effort to furnish these students with clinical mental health 
services. 

The Panel contends that several factors account for the inadequacy of 
mental health services for children. First is the environment in which most 
Corb^junity Mental Health Centers operate, CMHCs usually function in 
relative isolation from other systems designed to serve children, and their 
linkages with these systems are weak. Consequently, early identification 
and early mental health treatment interventions do not occur as frequently 
as they should. Because mental health services are not well coordinated 
with the health care system, for example, cognitive and affective 
developmental disorders frequently are not diagnosed_or..treated in early 
infancy and childhood. Insufficient outreach and coordination with the 
local education sy stem often results in the absence of essential mental 
health services to seriously disturbed children covered imder P.L. 94—142, 
to violent and antisocial children and adolescents, and to other children 
who are at risk. Poor coordination with the social service system has 
similar effects upon abused children and children in foster families. 

Furthermore, this lack of coordination among service systems under- 
mines efforts to serve the many children who have mental health problems 
and are also multlhandicapped. These children suffer from physical 
(including nutritional), social, and leaming problems in addition to some 
t>rpe of mental disorder. Appropriate treatment for them requires that 
mental health services be combined with various forms of health care, 
special education, and family assistance* As currently structured, however, 
CMHCs do not participate in this kind of comprehensive care, 

A second factor contributing to the inadequacy of mental health 
services for children is the lack of statewide planning. State health and 
mental health plans generally give minimal attention to children's mental 
health needs. Consequently, the mental health requirements of some 
children and adolescents, particularly those who are severely disturbed, 
are often ignored. The revised National Health Planning and Resources 
Development Act does call for the integration of mental health planning 
into the State health planning process, but it makes no specific provision 
for addressing children's mental health problems, or their relationship to 
other health service needs, particularly the need to provide some children 
and adolescents with more than the traditional mental health services. 
Under current law, therefore, there is little hope that this problem will be 
alleviated,'^ 



'U«S. Senate, Committee on Labor and Human Resources, 96ih Congress, 2nd Session. The McnUd 
Hc^th Systems Act Report No. 712 taAccotnpAnyS 1177, Washington, D.C,: U^* Government Printing 
Omce. 1980, p. 52, 

the 1980 National Health. Planning Goals issued by the Health Resources Administration, a goal 
addresses— for the first time— the mental health needs of children (Goal III A.4: Child Mental Health). 
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A third factor is the patchwork Federal funding strategy that has been a 
part of the Community Mental Health Centers program smce lis 
^tion. Originally, Congress expected that CMHCs would become seU-- 
susSning entities Arough increased State and local support ^d ^d- 
party reSibursements. Therefore, the matchmg funds Congress made 
available to centers were both Umited in scope and brief m duraUon^ 

Despite congressional intentions. State and locU governments failed to 
contribute sufficient funding to develop centers in ^1 catchment areas. To 
a large extent, this general lack of support resulted ^om die ^^o'\'-ole 
Eiven to States in deciding whether and where CMHCs should be 
StabUshed. This funding problem was exacerbated by the l^ted Uurd- 
p^y payments avaUable to centers under the Medicaid and Medicare 
oroerams and most private insurance plans. 

^ '^e Federal solution to this dilemma has been to create v^ojlf 
mechanisms that provide additional financial assistance to CMHCs, but 
S^trict the amount and number of awards each center may receive Under 
Srsystem, grants for the initial CMHC operation are now available on 
an amiual bSsis for up to 8 years. Federal contnbuUons to the centers 
decline, however, over the 8-year period. Similar limitations are placed on 
continuation or maintenance grants and on financial dis^ess grants. 

L a result of this eclectic approach to funding, ™Cs spend a great 
deal of their time preparing grant applications and perlformmg other 
financially and administratively burdensome actiyiUes. TJus, m turn, 
forces CMHCs to educe the services they provide to theu: patients. 
Moreover as Federal funding runs out, tiie CMHC concept begms to 
break down: inpatient and other profitable services are reconamended 
more frequently; while services such as consultaUon and education and 
sateUitecUnics are reduced in botii form and quahty. 

The Panel beUeves tiiat a fourth factor responsible for ^^e lack of 
adequate mental health services for children is the faJure of DHHS and 
NIMH in particular, to provide necessary direction and assistonce. NIMH 
hi not lived up to its responsibiUties in ™1 Jf,^Pf^\^^^^^ ^^"^^'^1 
regulations regarding children's services— which NIMH helps to devel- 
regulation^s^^r^ inadequate in providing Federal guidance on tiie 
content and delivery of children's mental healtii services. 

NIMH also has not taken the lead m estabhshing a pro^am of 
techrdcal a^Ltance related to chUdren's mental health services. Altiiou^ 
thif ^n be explained somewhat by statutory Umitations on the amount of 
^ndiS that caTbe allocated fo/this activity, NIMH could have taken 
more^litfative in tiiis area. NIMH staff, for example, have not actively 
promoted the development of model treatment programs or disseminated 
information about programs that are successful. 

In addition, NIMH has not developed in-service training programs to 
help increase CMHC staff capacity to serve mfants, children, and 
adolescents. Yet such training is seriously needed by the many profession- 
als vSthout adequate backgrounds in child development, children s mental 
heaUh problem?, and accepted therapeutic interventions such as individu- 
al, Voup! or family psychotherapy, parental competence traimng, or 
psychopharmacology. 
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Finally, NIMH has not sponsored siii.icient ^iervice-related .research 
that deals speciilcally with neonates, severely emotionally disturbed 
children and adolescents, or chronically mentally ill children. This type of 
research is urgently needed for both preventive and treatment purposes. 



PLAN OF ACnON 

The ultimate goal of the Panel is to ensure that the mental health needs 
of all childien and their families are met. This will require chan;?es in the 
general health care system and the mental health care system, and in the 
relationship between the two." The Panel's narrower and more immediate 
objective is the development, expansion, and improvement of services for 
infants, children, and adolescents provided through the mental health 
system- To accomplish this objective, the Panel proposes: 

• expanding the availability of consultative, preventive, and thera- 
peutic services to children of all ages, especially in rural and other 
underserved areas 

• developing new mental health services in underserved areas and 
assuring the continuation of existing community mental health 
centers 

• coordinating CMHC services with other health, education, and 
social service agencies serving children 

• extending CMHC services into other appropriate federally sup- 
ported programs serving children, including schools, and juvenile 
institutions 

• requiring State mental health service planning for the special 
iieeds of infants, children, and adolescents as part of broader State 
planning efforts 

• providing support for research and training activities in mental 
health services for children 

• increasing Federal funding for mental health services for children 
The Mental Health Systems Act** recently passed by Congress and 

signed into law establishes a general framework that is consistent with the 
Panel's recommendations. This legislation was designed, in F»art, to meet 
the mental health needs of children and other imserved and underserved 
populations in the United States. The Act: 

• requires States to develop extensive mental health programs 
addressing the mental health needs of special groups 

• creates several grant categories including grants for severely 
emotionally disturbed children and adolescents and chronically 
mentally ill individuals, as well as for prevention and linkage 
programs 

• makes grant funds available to appropriate entities other than 
traditional CMHCs 



For a. full description of the Panel** proposals for imp: memento in mental health services including 
those that are not focused on the CMHC Act and the Mental Health Systems Act, see chapters 5. 7, and 8 
of volume I. 

"PX, 96-398 (to be codiTied in Tide 42 U.S.C Sect. 9401 ef seq.>. 
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In light of these legislative mandates, the Panel's Plan of Action focuses 
primarily on regulatory proposals to ensure that the new law will be 
implemented in ways that meet the mental health needs of children. 



State Planniiig Activities 

With regard to the implementing regulations for State mental health 
services plans or, as they are referred to in the Mental Health Systems Act, 
services programs, the Panel offers several recommend rttions. First, it 
urges that the Secretary of DHHS issue regulations mandating that States 
perform, as part of their general mental health service needs assessments, 
an assessment of the mental health needs of children for a full continuum 
of specialized services. These services should include prevention, early 
detection, and treatment of cognitive, emotional, and psychoneurolo^cal 
dysfunctions; family intervention and parental competence training; 
special schools; residential treatment services for adolescents; comprehen- 
sive commimity-based services for chronically emotionally ill children; 
and special treatment services for mentally retarded children who are 
emotionally disturbed. The statewide assessment should be based on 
needs assessments undertaken at the area level and conducted in 
cooperation with relevant local government agencies including maternal 
and child health agencies. 

Second, the Panel recommends that regulations require each State to 
include in its State mental health services program a specific plan for 
meeting the special service needs of children through different therapeutic, 
consultative, and preventive strategies. This plan should be developed in 
coordination with State agencies responsible for health, education, family 
support, and, where appropriate, juvemle justice services for children, and 
should specify how mental health services would be integrated with these 
various service delivery systems. 

A third recommendation is that States be required to identify current 
State and local budget allocations for children's mental health services as 
well as projected budgets for delivering new children's services. In this 
way, the contribution of the States and local commimities can be properly 

evaluated. ^ .i- t. - 

Last, the Panel proposes that regulations require States to estabhsh, m 
accordance with applicable regulations and guidelines prescribed by the 
Secretary of DHHS, mental health service standards including specific 
minimum standards for the delivery of children's services. In addition. 
States should be reqxiired to develop procedures for monitoring compli- 
ance with the standards they set. These standards and procedures should 
become part of the States' mental health services programs. 



Regulatory Re<iuirement5 for Grant Programs 

With respect to the different grant programs, the Panel recommends 
that a number of regulatory proposals be adopted to ensure that the 
mental health needs of children are met adequately. 
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OperatkMft Grants 



For operation grants for new CMHCs and continuing CMHCs that 
have iiot exhausted 8 years of initial support, implementing regulations 
should mandate that Conmiunity Mental Health Center advisory boards 
include both lay persons and professionals with a demonstrated interest in 
providing mental health services to children. Moreover, these grant 
appUcants should be required to specify how specialized services would be 
provided to children and adolescents within each of the six service 
categories mandated in the initial 3-year operation period under the 
Mental Health Systems Act. AppUcants should be required to present a 
written justification if these services will not be made available. In 
addition, regulations should require potential grantees to identify the 
number of staff members and the amount of money that will be allocated 
to the delivery of children's services. ITiey also should require poiential 
grantees to document special efforts to identify and serve minority and 
low-income children. Identical implementing regulations should be 
adopted for maintenance grants to centers that are no longer ehgible for 
operational support, but that need additional assistance to meet the costs 
of nonrevenue producing activities such as consultation and education 
aad followup services. 

Cat^orical Grants 

Implementing regulations also are needed for the special categorical 
grant programs under the Mental Health Systems Act. These include: 

• grants for services for severely mentally disturbed children aud 
adolescents 

• grants for services foi* chronically mentally ill individuals 

• grants for the prevention of mental iihiess and the promotion of 
mental health 

• grants for mental health '^wiviccs in health care centers 

• grants for mental health services for elderly individuals and other 
priority populations 

• grants and contracts for innovative projects 

• grants for protection and advocacy programs 

Although children should be served under every one of these programs, 
the Panel is suggesting specific regulatory proposals for the first four only. 
Tbe Panel has chosen this approach with the expectation that these 
programs will have the most direct and, therefore, the greatest impact 
upon the delivery of mental health services to children. 

Of particular concern to the Pane! are the grants for services for 
severely mentally disturbed children and adolescents and the grants for 
chronically mentally ill individuals. It believes that the regulations 
pertaining to these grant categories must define chronically mentally ill 
individuals to include children and must distinguish these children from 
those who are severely emotionally disturbed. The Panel approaches this 
is^ue with a degree of caution because of the long-standing controversy 
surrounding definitions that tend to become labels. ISTonetheless, it 
ma in ta in s that such definitions are necessary to ensure the adequate 
delivery of special services these children and adolescents need. 
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The Panel suggests that the regulations implementing the grant program 
for severely emotionally disturbed children define these children to 
include those who exhibit major impairment in basic age-expected 
personality functions where the primary cause for such impairment cannot 
be attributed to an organic condition. This definition would include 
children who have severe emotional disturbances in association with 
physical impairments or diseases. Regulations for the grant program for 
chronically ill individuals could define them to include children whose 
basic age-expected developmental functioning is impaired, as a result of 
either genetic or environmental factors, to a degree that has already shown 
evidence of developing into a pattern of chronic eraoUonal disturbance 
which may place the child at risk of institutionalization. 

Beyond definitional issues, the Panel's recommendations for these two 
categorical grant programs are similar. In both instances, regulations 
should require Community Mental Health Centers and other grantees to 
develop new services, where necessary, .o fill the gaps in treatment 
modalities for these children. These services include support and counsel- 
ing for families, the oper?.tion of special schools, and both short- and long- 
term residential treatment, especially for adolescents. Each of tiiese 
services, of course, must be appropriate to the age-related needs of the 
children and adolescents involved. For children who are chromcally 
mentally ill, regulations should require grantees to demonstrate that they 
are able to serve children and their families intensively and for long 
periods of time. Finally, under all circumstances, efforts should be made 
to coordinate these services with other service delivery systems for 
children. 

As for the regulations pertaining to the prevention grant program, tne 
Panel recommends that at a minimum, grantees be required to develop 
strategies for effecting institutional changes m the health, educaUon, and 
iuvenile justice systems that will result in more active commumty support 
for children's mental health services. Model projects should be established 
at sites where children are most often found, including nurseries, schools, 
health care programs, and drop-in centers for adolescents. These projects 
should focus on activities such as health promotion as well as primary 
prevention and early intervention. In the latter case, model projects should 
be designed to f^orestall chronically debilitating developmental circum- 
stances by aiming a variety of resources at the populations at greatest nsk 
during the prenatal period or immediately after birth. 

Implementing regulations are also needed for grants for mental health 
services in health care centers ("linkage grants"). The Panel strongly urges 
that services for children and pregnant women be given special priority. 
Mental and physical health problems for both groups often are intricately 
intertwined. For children, these problems mclude the stress that may be 
attendant to normal development and the anxiety that may be associated 
with mental or physical handicaps. For pregnant and postpartum women, 
they involve the emotional stress that may accompany concerns about the 
health of the child or the competence of the mother, and in some mst^ces 
they may involve behavior such as drug abuse which is harmful to fetal 
development. 
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The Panel recommends, Iherefoie, that regulations establish Title V 
service providers, including Maternity and Infant Care (MIC) and 
Children and Youth (C&Y) p?rojects, and especially crippled children's 
clinics, as preferred grantees. These providers are in a unique position to 
identify early impairments in physical or mental development that may 
indicate the need for coimseling or mental health treatment. 



GeneraS Guideliiies 

In addition to these regulatory proposals, the Panel believes that it is 
necessary for the Secretary of DHHS to issue guidelines that will further 
enhance the delivery of mental health services to children. Standards for 
children's treatment services should be included. These should specify that 
children's meL.tal health services include a general health interview and, 
where appropriate, referral to a health provider for a further health 
assessment or trea tment intertvention. Referrals should be made to Title V 
agencies. Community Healtfi Centers (CHCs) and other health providers, 
and children eligible for Medicaid should be referred to the Early and 
Periodic Screening, Diagnosis, and Treatment (EPSDT) program. Such 
policies will help ensure that cSiildren with physical problems are not 
mistakenly diagnosed as learning disabled or emotionally disttirbed. At 
the same time, referral procedures will promote greater cooperation 
between health and mental health professionals and encourage the 
development of a stronger cross-referral system. 

Furdiermore, these guidelines should encourage the child's parent or 
caretak'^r to participate in the development of treatment and foUowup 
programs and in the actual delivery of services which, to the extent 
possible, should be provided in the child's home or conmiunity. Guide- 
lines should also encourage grantees to involve the various systems in 
which the child ^and his family fimction, including the education system 
and, where appropriate, the juvenile justice system. 

Amendments to the Act 

Despite the considerable advances made by the new Mental Health 
Systems Act, it does not go far enough in some respects in settling issues 
that concern the Panel. Consequently, the Panel is also proposing several 
legislative amendments to the Act for Congress* immediate consideration* 
If adopted in the near future, these amendments should take effect in FY 
1982 when the Mental Health Systems Act becomes operational. 

Program Funding 

First, the Panel recommends that the Act be amended to increase 
authorizations for the various grant programs. Current auihori2ULtions are 
abysmally low. The authorization levels for services to severely emotional- 
ly disturbed children and adolescents, for example, rise from a mere $10 
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million in FY 1982 to only $15 million for FY 1984. It is certainly 
questionable how meaningful such authorizations can be nationally when 
the budget for just one program serving a city of slightly more than 
700,000 persons for FY 1982 is approximately $3 miUion The Panel 
recommends, therefore, that by the end of FY 1984, $193 milUon be 
appropriated and appUed to the four special categorical grant programs 
discussed in this Plan of Action. This figure represents an increase of $90 
million over the amounts currently authorized for these grant programs 
for FY 1984 by the Mental Health Systems Act.^** Such an increase 
undoubtedly will mean that a substantial number of additional children 
will be able to receive the special services they require. 

Second, the Panel recommends that a statutory amendment be enacted 
that would eliminate the time Umitation on grants for nonrevenue 
producing services, or "maintenance" grants, that each CMHC or other 
mental health service program may receive. To qualify for these grants, 
however, a center must agree to use its grant funds for nonrevenue 
producing activities including consultation and education, outreach, 
home-based services, foUowup and case management. In addition, the 
grantee must be wiUing to meet the cost of providing services to low- and 
moderate-income persons covered by Medicaid or private insurers. 
Because these activities and services will always be needed in the 
community, adequate fimding for them should be provided on a 
continuing basis. While the Panel does not believe it likely that States and 
localities will be in a position to pick up the entire cost for these services 
and activities, it does believe that the responsibility for funding them 
should be a shared one. For this reason, the Panel proposes that centers be 
required to document that State and local matching funds of 50 percent 
are being used for the activities and services described above. 

Research, In-Service Training, and Technical Assistance 

Additional legislative revisions are needed to ensure that adequate 
research, training, and technical assistance activities related to the special 
mental health needs of children can be imdertaken. The Panel recom- 
mends, that the Mental Health Syste^ns Act be amended to permit the 
Secretary of DHHS to retain up to 5 percent of the total amount of fimds 
appropriated under the various grant programs to be used for these 

pvirpwDses. » i_ t i. ^ 

These programs should give special attention to the mental health needs 
of children. Research activities, for example, should be focused on the 
development of cUnical techniques and service delivery strategies for 



"rhe Program is the Division of Child and Adolescent Servicxts at Saint Elizabeth's Hospital i 
Washington, D.C. 

^Gtirrcnt authorizaUon^ for the four grant categories for the fiscal year ending September 30. 1984 an 

• grants for services for severely mentally disturbed children: $ 1 5 million 

• grsjits for services for chronically mentally ill individuals: $60 miijlion 

• grants for the prevention of mental illness and the promotion of mental health: $8 million 

• grants for mental heal th services in health care centers: $20 million 
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infants and yoimg cMdrcai at risk or with diagnosed emotional, cognitive 
cm: psychoneurological developmental problems. Training programs 
should be designed to equip health care providers and educators, as weU 
as the mental health staff itself, with the specialized knowledge and skiUs 
to treat children and their families effectively. These include an under- 
standing of the emotional and cognitive problems of young children, skills 
for specific intervention strategies, and the ability to coordinate all 
available resources needed to assist children and their families. 

Prognun £vaIuadoQ 

The Panel's final legislative proposal calls for greater program evalu- 
ation. The Panel believes that a periodic assessment of the mental health 
services being provided to children is necessary to ensure that their mental 
health needs are met adequately. The Panel recommends, therefore that 
the Secretary of DHHS be required by statute to report to Congress 
annuaUy on the progress being made to extend appropriate mental health 
services to children of aU ages. The report should include information 
concemmg the type and number of services being provided; the extent to 
which these services are meeting identified needs; the standards used in 
providmg these services; any service-related research findings generated 
through the activities of the various National Institutes; and the status of 
staff preparation and training. 
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CHAPTER 7 



OTHER MAJOR FEDERAL 
PROGRAMS AFFECTING 
MATERNAL AND CHILD 

HEALTH 

Ten Federal programs, in addition to those described in detail in this 
volume, have played a particularly significant role in the delivery of health 
and health-related services to children and pregnant women. These 
programs provide not only health care services, but social and educational 
services as weU. Their histories, piirposes, and accomplishments are 
described briefly in this chapter. These programs, and the five already 
discussed, constitute the core of Federal health and health-related service 
activities for children and pregnant women. 



COMMUNITY HEALTH CENTERS 

Designed to provide health services and related tr<dning, the Communi- 
ty Health Centers (CHCs)^ program was launched by the OfHce of 
Economic Opportunity in 1966 and subsequenUy authorized by Section 
330 of the Public Health Service Act, Hi^est priority for fimding was 
given to medically tmderserved areas, particularly those with high infant 
mortality rates, older populations, and shortages of health care personnel. 
The program focuses on comprehensive ambulatory care. Primary health 
services include ph3^cans* services, diagnosis, treatment, diagnostic X- 
rays, laboratory services, and emergency medical care. Preventive services 
include p>renatal and postpartum care, well-child care, children's eye and 
ear e xamina tions, immunizations, preventive dental services, voluntary 
family p lanning services, health education, and nutrition assessments. 

The Community Health Centers program is now administered by the 
Bureau of Co mmuni ty Health Services within the Health Services 
Administration. Some 858 CHCs (726 in niral areas and 132 in urban 
areas) served more than 3.864 miUion persons in 1979. including more 
than 1.603 million children. In addition, 112 Migrant Health Centers 

'Title 42 U^.C Sect. 254c (197*; & Siq>p. H 1978). 
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which provide similar services— served an estimated 1,052,000 migrant 
and seasonal workers, including approximately 221.900 children. In FY 
1980, rural and urban health centers were funded at $320 miUion, and the 
migrant centers at $39 million. . j r 

The centers have demonstrated measurable success. In a study ot 
centers in 13 cities, hospitalization, for example, was reduced 25 percent 
for center users, compared with nonusers.^ Nevertheless, there is a 
continuing need for greater access to primary and preventive care services 
in underserved areas as well as for more coordination between the centers 
and other sources of Federal and State funding, such as Medicaid, 
Community Mental Health Centers, and family planning services. 



TITLE XX 

Enacted in 1965, Title XX^ of the Social Security Act provides grants to 
the States for the provision of social and support services to low- and 
moderate-income famiUes. States may provide many health and health- 
related services, such as family counseling and other mental health 
services, support services to developmentaUy disabled, bUnd, and physi- 
caUy handicapped individuals, services to expectant parents, transporta- 
tion to health service providers, early and periodic health screenmg and 
diagnosis for chUdren not eUgible for Medicaid, family planning services, 
and chUd day care. The program is operated xmder the Administration for 
Children, Youth, and Families. The Federal appropriation for Title XX 
was $2 7 billion in FY 1980, and according to agency projections, 
expenditures for services to children accounted for about 62 percent of the 

^^^raid day care services are provided with Tide XX funds in aU States 
and the District of Columbia. Day care centers and licensed day care 
homes receiving Federal aid through Title XX are significant avenu^ for 
improving the delivery of health services to young children. Some 18,300 
centers sctvc about 870,000 children a year with Tide XX funds. They are 
subject to Department of Health and Human Services (DHHS) regula- 
tions stipulating that children must receive comprehensive health assess- 
ments and have appropriate immunizations, and may be provided 
transportation to continuing health services. . , • r- 

Tide XX family planning services are provided m the Ehstnct ot 
Columbia and in all States but one. Most States offer information on the 
availability of family planning resources, referral, and education and 
counseling on contraceptive methods. Most also provide direct medical 
services, including diagnosis, treatment, drugs, and contraceptive suppUes 
and devices furnished by or under the supervision of a physician. About 
1.4 milUon persons received Tide XX family planning services m FY 1979. 

^okada, iSZid T. Wan. "Patterni of Health Services Utilization in Urban Low-Income Areas." Paper 
pn»ent6d to the Institute of Management/^ence Operations lUaearch Society of Amenca. Joint 
National Meeting. April 30-May 2, 1979. 

*ntle42 U.S.C. Sect. 1397 ct scq. (1976 A Sui^- II 1978). 
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T5TLE X FAMILY PLAISHSING SERVICES 



Title X of the Public Health Services Act, authori2±ng Family Planning 
Services and Population Research,^ was enacted in 1970 because of the 
high number of unintended pregnancies among the poor. Its purpose is to 
make comprehensive voluntary family planning services available to all 
persons requesting them, but the emphasis is on providing services to low- 
income women and adolescents. Indeed, regulations clearly instruct 
grantees to make certain no one is denied services because of an inability 
to pay. 

TTie program provides counseling, contraception services, voluntary 
sterilization, pregnancy testing, health information, screening and referral, 
and general conmiunity education. Administered by the Bureau of 
Community Health Services within the Health Services Administratiou, 
Title X helps fund some 3,000 agencies across the United States to run 
5,125 family planning programs. In FY 1980, funding was $162 million, 
and organized fanaily planning programs served 4.4 million low- and 
marginal-income women, including 2.8 miUion adults and 1.6 million 
teenagers. By comparison, in 1966, before significant Federal support for 
family planning services, only 490,000 women received services in family 
planning clinics. Nevertheless, approximately 3 million adult women and 
1.8 million teenagers still need sul»idized family planning services. 

Tide X-funded family planning programs deserve at least partial credit 
for the declixie in ihe ^number of vinwanted pregnancies in the past few 
years among groitps who previously had the highest rates of unintended 
births—minorities, tht poor, and the least educated. This in turn has 
helped to reduce ti^e Nation's infant mortahty rate. 



ASiOtMSCENT PREGNANCY 

I>e$pite its comprehensive tide, the Adolescent Health Services. 
Pregnancy Prevention, and Care Act of 1978^— known generally as the 
adolescent pregnancy pTogs am — focuses on services for pregnant adoles- 
cents, adolescent parents, and their infants. Adolescents who are pregnant 
or v/ho are parents are eligible for pregnancy testing, prenatal and 
postnatal care, family planning services, venereal disease screening and 
treatment, sex and family life education, and a variety of coimseling 
services related to pregnancy, parenthood, and education, as well as 
employment. By contrast, adolesce^n'is who are not already pregnant or 
parents are eligible only for sex education, counseling, referral, and 
pregnancy testing. 

The program is administered under the Gr^ce of the Assistant Secretary 
of Health. Congress authorized $75 million for this program for FY 1981, 
but in the past, the amounts actuaUy appropriated have been signiftcantly 
lower: in FY 1980, for example, only $7.5 million was appropriated. There 



*ntle 42 U-S.C Sect. 300 (1976 A Supp. II I9rr8>. 
^tle42 U^C. Sect. 300b-21 (Supp. II 1978). 
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were only four adolescent pregnancy programs in 1979, and in FY 1980 27 
new grants were awarded. But 300 communities had submitted apphca- 
tions and gone through the process of coordinating their related services 
as a prerequisite to receiving funds. (All programs are mandated to have 
estabUshed Unkages with existing resources.) Grantees include schools, 
health agencies, advocacy groups, and community action agencies. 

There is widespread agreement that the legislation was based on 
insufficient data— not only to justify needed funds but also to identify the 
^;»ir»,.«. services that should be required. Yet the need for a program to 
address the problem of unwanted pregnancy among adolescents is 
immense. Abbut 17 percent of aU infants bom in 1977 were bom to 
teenagers; the Centers for Disease Control have estimated that 46 percent 
of teenage births and 70 percent of aU teen pregnancies that year were 
unintended.* 



GENETIC SCREENING 

The National Genetic Diseases Act,^ Title IX of the PubUc Health 
Services Act, which is administered by the Office for Maternal and Child 
Health within the Buieau of Community Health Services, provides funds 
to States for programs of genetic screening, counseling, and referral for 
treatment. These programs offer comprehensive screemng services for 
sickle cell anemia, Cooley's anemia, Tay-Sachs disease, and other genetic 
disorders. Funds are also used to support laboratory testing, diagnosis, 
and information and educational services. Some selected services include 
newborn screening for metabolic disorders, counselmg, the preparation ot 
educational materials for health providers and the public, and the design 
of model curricula on genetics for school-age children. 

In FY 1980, only $11.5 million was appropriated for the program, yet 
the cost of genetic disease to society is enormous. About 30 percent of all 
hospitalized children have diseases that are at least p^ally genetic in 
ori^n. The cost of caring for persons suffering from Down s Syndrome, 
for example, is estimated to be $1.7 billion a year. 




sros 

The Sudden Infant Death Syndrome (SIDS) program,^ included in the 
1978 amendments to Title IX of the Public Health ^1^%/'!'^^ 
initiated to help combat a disorder that claims the hves of 6,000 to 7,00O 
infants each year who die suddenly, quietly, and unexpectedly during 
apparently normal sleep. SIDS is the leading cause of death between the 
aces of 1 and 12 months and is responsible for half of all deaths during 
that time. The SIDS program, administered by the Office for Maternal and 

*U.S. Department of Health and Human Services. Center for Disea«s Control. "Teenager Oiildbearing 
andAbortioTpattems-United States. 1977 Morbidity iuid Morudity Weekly Report 29: 157,159.Apnl 

1 1 t980« 

ViUe 42 U.S.C. Sect. 300b (1976 & Supp. U 1978). 
*Tide 42 U.S.C. Sect. 300c-l I (1976 & Supp. II 1978). 
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Child Health, funds 42 projects in over half of the States to provide 
counsehng and information services and to carry out data-gatherinc 
activities. It also conducts more than 2,000 educational progrSns each 
year. Funding for FY 1980 was $2.8 million. An additional $11 million 
was aUocated within the budget of the National Institute of Child Health 
and Human E>evelopment for research into the sudden infant death 
syndrome. 



HEAD ST^\RT 

Among the Federal Government's most successful child development 
efforts IS its Head Start program^ for low-income preschool chSdren. 
Started by the Office of Economic Opportunity in 1965, and legislated 
imder Title V-A of the Economic Opportunity and Community Partner- 
ship Act m 1967, the Head Start program to date has served 7.8 miUion 
children. 

Now administered by the Administration for Children, Youtii, and 
Famihes withm the Office of Human Development Services, Head Start is 
designed to enhance a child's competency through education, health anc' 
social services, and parental involvement. It presentiy serves 378 000 
pr^chool children in more than 9,200 centers (including centers locat^ in 
urban ghettos, rural areas, Indian reservations, and migrant camps) 
throughout the Nation, with a budget of $735 miUion. Its health 
component consists of medical, dental, nutritional, and mental health 
services, with a broad range of preventive, diagnostic, treatment, and 
rehabuitative services. 

Head Start has been shown to improve children's health: children who 
participate in Head Start have fewer cases of anemia, more immuniza- 
tions, better nutrition, and better healtii in general tiian do children with 
sinula^ backgrounds who do not participate- In addition, where there is a 
high degree of parental participation in the program, children gain in their 
social development. 



DEVELOPMENTAL DISABILITIES 

The Developmental Disabilities Service Act^^was established to provide 
J^OTdmate services for persons suffering from certain chronic 
disabihties whose needs span several service areas, including health 
education, social welfare, and rehabihtation. An estimated 5 6 miUion 
mentally retarded persons were originaUy eligible for the program. But 
recent amendments to the authorizing legislation have limited eligibihty to 
mdividuals who have a severe chronic disabiUty that is attributable to a 
mental or physical impairment, is manifested by age 22 and is likely to 
continue, results in substantial functional limitations, and indicates the 
need for a combination of special services. This shift to a fimctional 



'nUe 42 UJS.C. Sect. 2928 (1976 & Supp. II 1978). 

'*ntl« 42 U.S.C. Sect. 2661 cf scq. (1970 A Supp. IV 1974). 



definition of eligibiUty with a focus on severe retardation has reduced by 
to1^ Zn <m^thMthc number eUgible, to an estimated 3.4 milhon 

^^fprogram is operated by the Development^ ^^^^V.^^^Te 
tion Xi?tufthe Ofrice of Human Development Ser>aces Gr^t ruads^e 
Seeted at rural and urban poverty areas, with the bulk of the funds 
Sitributed t^Sate-designated agencies providing priority services Th^e 
SclSde ^lema^e community lining arrWements, nonvocational social 
d^elopmen™^e management, and child development. States receiving 
^te^? spend a specified percentage of their awards on demsUtuUon- 
^tion. Fu^g for FY 1980 was $62.4 million, which provided direct 
assistance to about 300,000 persons. 

DISABLED CHILDREN'S PROGRAM 

The Supplemental Security Income Disabled ^^^^f f"""^,^'' 
prides re?erSl and direct "^services for blind and <?L-^ledch^dren 
Jec^^c supplemental security income benefits under TiUe XVI of the 
S^T^Iecu^^ Act Medical, educational, social, and rehabilitative 
^ces^rcove^^d unier th^ program, which is administered by the 
Smce of Maternal and Child Health. Regulations Provide for <^e 

written Individualized Service Flan for each child, and 
n^^S^ sup^^vHe^^^ Funding is based on formula ^ants to 
SSSd Sm^ agencies (46 States use the Crippled Children's Agen^ 
For^ 1980. $19.8 milUon was distributed to serve approximately 209,000 
children. 

PROGRAMS OF THE CENTERS FOR DISEASE 

CONTROL, 

The C-^tt^Ts for Disease Control (CDC) in the Public He^A Service 
nr^de^vSStv of se^ces" related to maternal and child health through 

li^^ Ln^re and .Srisions. The Center for State Services, for example, 
various rentere aM oi™ departments for 

fen^re^rSe ^^X^c J^osfs conU-ol P^^^^^^J^^^^ 
KoLm^ntll^H^r^^c^^^^^^ 

^Xr^d ^w^ds funds to small and medium-sized ciUes for Auon^- 
tion ^ as to local and city health d=Par«nenU to sc^n c^^^^^^^ 

rsSi'Xvt'r^trto^inv';^^^^^ 

3,7 and 31* °f f « fj^^ ^ fo^^^^Ldons: venereal disease control (Sect. 247b). tuberculosis con^ol 
(1976 & Supp. II 978) at ^'^^^V^^^j^, „ote), rodent control (Sects. 247b and 254c), Huortdauon 

SSol^d sr^Sig prcvenUonW^SSe ct se,.). and health curricula (Sect. 30Ou). 
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Planning EHvision performs epidemiological surveillance of abortions, 
assesses various family planning techniques, and conducts studies on birth 
defects. Grants for educational pro-ams, such as alcohol and smoking 
prevention^ are made under the auspices of the Center for Health 
Education, which is also responsible for developing health curricula for 
elementary schools. 

The Centers' programs save lives and money; a major study^^ showed 
that SI 80 million spent on measles vaccination programs from 1966 to 
1974, for example, saved $13 biUion in medical and long->term health care 
costs by reducing deafness, mental retardation, and other problems. The 
CDC budget for FY 1980 was $295.7 million- 



CONCLUSION 

It is clear from this brief review of ten Federal programs that» in 
addition to the five programs discussed in previous chapters, there are 
various other potential avenues for improving child health — through 
direct services to pregnant women, infants, and children, through social 
service and public education progremas, through programs addressing the 
environmental and behavioral components of health, and through 
programs intended to reduce the number of unwanted pregnancies. These 
additional programs have many service components and goals similar to 
those of Title V, Medicaid, WIC, PX, 94-142, and the recent mental 
health systems legislation. The program philosophy and strategies urged 
throughout this volimie should be applied to all 15 programs, even though 
the Panel has devoted special attention to a subset of them, 
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APPENDIXES 



APPENDIX A 

SUMMARY OF MAJOR 
FEDERAL PROGRAMS 
PROVBDEVG HEALTH AND 
HEALTH-RELATED SERVICES 
TO CHILDREN AND PREGNANT 

WOMEN 

I. HEALTH PROGRAMS 

A. HEALTH FINANCING PROGRAM 
1) Medical Assistance Program (Medicaid) 

Placement: Health Care Financing Administration, IDepartmcnt of 

Health and Hunuin Services. 

Description: Formula grants under the Social Security Act to provide 

financial assistance to States for payments of medical 
assistance on behalf of cash assistance recipients and, in 
certain States, on behalf of the medically needy. Includes 
the Early and Periodic Screening, Diagnosis, and Treat- 
ment Program (^PSDT), EPSDT provides preventive 
health care to children in low-income families by identi- 
fying diagnosing, and treating medical, developmental, 
and dental problems. 

Legislation: Title XIX, as amended by P.L. 88-97, P.L. 90-248 PL 

91-56, P.L. 92-223 P.L. 92--603, P.L 93-66, and P.L. 
93-233. 

Funding: FY 1980 Appropriations: $14,155 b. 

B. MATERNAL AND CHILD HEALTH CARE 
1) Title V 

Placement: Bureau of Community Health Services, Health Services 

Administration, Public Health Service, Department of 
Health and Human Services. 

Ill 



Description: 



Legislation: 
Funding: 



Formula and project grants to States for maternal and 
child services to improve the health of mothers and 
children and to reduce the incidence of m-sntal retardation 
and infant and maternal mortality. Services included are 
family planning, maternity, well-child, pediatrics and 
special child health services, early detection, prevention, 
and after care. Formula and project grants to St^ites for 
training personnel in health care of and related services to 
mothers and children; particularly mentally retarded and 
multiply-handicapped children. Research provides project 
grants to support research in health services for mothers 
and children. Formula and project grants to States for 
crippled children's services to extend and improve medi- 
cal and related health services to chronically ill and 
handicapped children. 
Social Security Act, Title V, a.«i amended. 
FY 1980 /.ppropriations: $376.3 m. 



2) Sudden Infant Death Syndrome Information and Couo^dns 



Placement: 
Description: 



Legislation: 
Funding: 



Bureau of Community Health Services, Health Services 
Administration, Public Health Service, Department of 
Health and Human Services. 

Project grants to support the collection and analysis of 
data relating to the causes of sudden infant death 
syndrome, to provide information and counseling to 
families, and to educate health officials, emergency care 
providers, and the general public. 

Public Health Service Act, Title XI, as amended by P.L. 

93-270 and P.L. 95-613. 

FY 1980 Appropriations: $2.8 m. 



3) Genetic Diseases Testing and Counseling Services 



Placement: 
Description: 



Legislation: 
Funding: 



Bureau of Community Health Services, Health Services 
Administration, Depcrtment of Health and Human Ser- 
vices. 

Project grants to assist State and local governments as 
well as public and private nonprofit organizations in 
estabhshing and operating voluntary screening, diagnos- 
tic, laboratory, and counseling programs. The Sickle Cell 
Anemia Program is included in this program. 
P.L. 95-626; Health Services and Centers Amenc ments of 
1978 which amends Title XI, Part A of the PubUc Health 
Service Act. 

FY 1980 Appropriations: $11.57 m. 
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4) Supplemental Security Income Disabled Childran's Program 



Placement: 



Oescription: 



Legislation: 
Funding: 



Oflice rbr Matemai and Child Health Services, Bureau of 
Community Health Services, Health Services Administra- 
tion^ Public Health Service, E>epartment of Health and 
Human Services. 

Formula grants to States based on the State child 
population. These grants support special health, educa- 
tion, social service, and vocational rehabilitation services 
to disabled children imder 16 years of age. 
Social Security Act, Title XVI. 
FY 1980 Appropriations: $19.8 m. 



5) AdolescCTt Pregnancy Prc^;ram 

Placement: Office of Adolescent Pregnancy, Office of the Assistant 

Secretary of Health, Public Health Service, Department of 
Health and Human Services. 

Description: Project grants to provide comprehensive services to 

pregnant adolescents, adolescent parents, and some teen- 
agers at risk. The emphasis is on teenagers 17 and under. 

Legislation: Health Services Amendments of 1978, Titles IV, VII, and 

VIII, P.L.95-626. 

Funding: FY 1980 Appropriations: $7.5 m. 



6) OUldbood Lead-Based Paint Poisoning PreventioD 

Placement: Centers for Disease Control, Public Health Service, 

Deparment of Health and Human Services. 

Description: Project grants to provide for the development of compre- 
hensive lead-bas€^d paint poisoning programs, detection 
and treatment of lead-based paint poisoning, and educa- 
tional programs about the hazards of lead-based paint. 

Legislation: Lead-Based Paint Poisoning Prevention Act, Title I; P.L. 

91-695, as amended by P.L. 93-151, P.L. 94-317 and P.L. 
95-626. 

Funding: FY 1980 Appropriations: $1 1.25 m. 



7) Com|MiehensiYe Hemofrfiilia EHagnostic and Tteatmcnt Cent^^ 

Placement: Office for Matemai and Child Health, Bureau of Commu- 
nity Health Services, Health Services Administration, 
Public Health Service, Department of Health and Human 
Services. 

Description: Project grants to initiate or expand regionalized compre- 
hensive diagnostic and treatment centers for hemophiliac 
patients stressing individual care plans and home care. 
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Legislation: PubUc Health Service Act; P.L. 78-410. Tide XI, as 

amended. 

Funding: FY 1980 appropriations: $3.0 m. 

C. FAMILY PLANNING 
1> Tttfe X 



I^acement: 
Description: 



Legislation: 
Funding: 



Bureau of Community Health Services, Health Services 
Administration, PubUc Health Service, Department of 
Health and Human Services. 

Project grants to provide education and comprehensive 
medical and social services to individuals seeking family 
planning services. Also, under special projects, trainmg 
grants and contracts. 

Public Health Service Act, Tide X; P.L. 95-83. 
FY 1980 Appropriations: $162.0 m. 



D. GENERAL HEALTH AND MENTAL HEALTH CARE 



1) Comiminity Health Centers 
Placement: 



Description: 

Legislation: 
Funding: 

2) NatkMial 

Placement: 

Description: 



Legislation: 
Funding: 



Bureau of Commimity Health Services, Health Services 
Administration, Public Health Service, I>epartment of 
Health and Human Services. 

Project grants to support the development and operation 
of community health centers which provide primary, 
supplemental, and environmental health services to medi- 
cally underserved populations. J J , 
Public Health Service Act; P.L. 95-626 as amended by 
Title I, PX. 95-83, as amended by Title V, P.L. 94-63. 
FY 1980 Appropriations: $320.0 m. 

Health Service Corps 

Health Services Administration, PubUc Health Service, 
Department of Health and Human Services. 
Provides spcciahwsd services through assignment of per- 
sonnel to tommvnities that request to be designated 
critical health personnel shortage areas. Medical and 
dental care may be provided at a reduced rate or at no 
charge to quali^ing persons. 

Public Health Service Act; P.L. 78-410, as amended. 
FY 1980 Appropriations: $74.1 m. 



3) Health Incentive Giants for Comprehensive Public Health 
Services 



Placement: 



Centers for Disease Control, PubUc Health Service, 
Department of Health and Human Services. 
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^Description: Formula and health incentive grants to assist State health 

authorities in providing comprehensive public health 
services. 

iLegislation: Public Health Service Act, Title III. 
Funding: FY 1980 Appropriations: $68.0 m. 



4) Disease Preventkm Grants 

Placcnnent: Centers for Disease Control, Public Health Service, 

Department of Health and Human Services. 

Description: Project grants to assist States in supporting a disease 

control program designed to contribute to national 
protection against diseases, including tuberculosis, rubel- 
la, measles, poliomyelitis, diphtheria, tetanus, and mimips. 

Legislation: Public Health Service Act, as amended by the Disease 

Control Amendments of 1972; P.L. 92-449, Disease 
Control Amendments of 1976; P.L. 94-317 and P.L. 
95-626. 

Funding: FY 1980 Appropriations: Venereal Diseases, $47.62 m.; 

Immunization, $30.34 m.; Fluoridation, $6.79 m. 

5) Commanity Mental Health Centers 

Placement: National Institute of Mental Health; Alcohol, Drug 

Abuse, and Mental Health Administration; Public Health 
Seivice; Department of Health and Human Services. 

Description: Project graiats to support comprehensive mental health 

services including day care and specialized services for the 
mental health of children. 

Legislation: Community Mental Health Amendments of 1975, Title 

III; P.L. 94-63. 



HEALTH CARE FOR SPECIAL POPULATIONS 



1) Mignmt Health Grants 

Placement: 



Description: 



legislation: 
Funding: 



Bureau of Communis Health Services, Health Services 
Administration, Public Health Service,. I>epartment of 
Health and Human Services. 

Project grants and contracts to pubUc or nonprofit 
agencies to support the development and operation of 
migrant health centers. They also support projects which 
provide primary ambulatory and inpatient, environmental 
and suf^lemental health services which are accessible to 
migratory and seasonal workers. 
Public Health Service Act, Title III. P.L. 95-626. 
FY 1980 Appropriations: $39.7 m. 



2) Indian HeaHfa Services 
Placement: Indian Health Service, Health Services Administration, 
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r>escxiption: 

Legislation: 

Funding; 



Public Health Service, Department of Health and Human 
Servicers. 

Project grants to build the capabilities of tribes to staff 
and manage their health programs. Avatilable only to 
federally recognized tribes and tribal organizations. 
Act transferring responsibility for health services from the 
Bureau of Indian Affairs to the Public Health Service; 
P.L. 83-568. 

FY 1980 Appropriations: $.547.21 m. 



3) Appalachian HeaHh Program 



Placement: 
I>escription: 



Legislation: 
Funding: 

4) Health 

Placement: 

Description: 



Legislation: 
Funding: 



Appalachian Regional Commission. 

Project grants to provide a flexible, noncategorical ap- 
proach to the development of health demonstration 
projects through commimity planning on a multicounty 
basis and implementation of that planning throu^ 
service. 

Appalachian Regional Development Act of 1965, £»ections 
202 and 214, as amended; P.L. 89-4. 

FY 1980 Expenditures: $18.01 m (Appropriations not 
earmarked for Health Program). 

to Underserved Areas Program 

Bureau of Commimity Health Services, Health Services 
Administration, Public Health Service?, Department of 
Health and Human Services. 

Project grants to integrate primary care services into a 
system of rural health care deUvery and to develop 
mechanisms to provide better health care to rural people, 
including those eH^ble for Medicaid; 
Social Security Act, Title XI, Section 1 1 10. 
FY 1980 Appropriations: $14.0 m. 



5) Ctvilian Health and Medical Program of the Uniformed Services 
(CHAMPUS) 



Placement: 

Description: 

Legislation: 
Funding: 



Office of Assistant Secretary of Defense for Health 
Affairs, Department of Defense. 

Direct payment for specified uses to provide medical care 
in civilian facilities. 

Military Medical Benefits Act of 1966, as amended. 
FY 1980 Appropriations: $736.0 m. 



6) Uniformed Services Health Benefits Program 

Placement: Office of Assistant Secretary of Defense for Health 

Affairs, Department of Defense. 
Description: Direct provision of medical care to active duty uniformed 

services personnel and their dependents. 
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Legislation: Militaxy Medical Benefits Act of 1966» as amended* 
Funding: FY 1980 Appropriations: $3.8464 b. 



H. HEALTH-RELATED PROGRAMS 



A. NUTRITION PROGRAMS 

1) Special Supfrionental Food Program for Women, Infants, and 
Children (WIQ 



Placement: 
Description: 



Legislation: 
Funding: 



Food and Nutrition Service, Department of Agriculture. 
Grants to States for projects to supply supplemental 
nutritious foods and nutrition education to participants 
identified to be nutritionally at risk because of inadequate 
income and inadequate nutrition. 

Child Nutrition Act of 1966 as amended; P.L. 95-627. 
FY 1980 Appropriations: $758,0 m. 



2) Food Stamps 



Placement: 
Description: 



Legislation: 
Funding: 



Food and Nutrition Service, Department of Agriculture. 
Direct payments to low-income households for specified 
use to improve their diets by supplementing their food 
purchasing ability. Also, Federal Support for State Ad- 
ministrative costs incurred^ 
Food Stamp Act of 1964; P.L. 95-1 13. 
FY 1980 Appropriations (includes Supplemental): $9,191 
b. 



3) Child Care Food Prognun 



Placement: 
Description: 



Legislation: 
Funding: 



Placement: 
Description: 



Legislation: 
Funding: 



Food and Nutrition Service, Department of Agriculture. 
Formula grants (also sale, exchange, or donation of 
property and goods) to assist public and nonprofit private 
organizations in maintaining or expanding nonprofit food 
service programs for children in nonresidential institu- 
tions providing child care. 

National School Ltmch Act of 1966, Section 16, as 
amended by P.L. 94-105, P.L, 95-^27. 
FY 1980 Appropriations: $220.4 m. 



4) School Breakfast Program 



Food and Nutrition Service, Department of Agriculture. 
Formula grants (also sale, exchange, or donation of 
property and goods) to reimburse public and nonprofit 
private schools for nutritious breakfasts for school chil- 
dren. 

Child Nutrition Act of 1966, as amended; P.L. 94-105, 

P.L. 95-166, P.L. 95-627. 

FY 1980 Appropriations: $261.4 m. 
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S) special Meal Assistance 

Placement: Food and Nutrition Service* Djepartment of Agriculture. 
Description: Free and reduced in-house prices for lunches to needy 

cfaildren. 

Legislation: National School Lunch Act, as amended; P.L. 94-105, 

P.L. 95-627. 

Funding: FY 1980 Appropriations: $1,381 b. 

National Scdiool Loaich Program 



Placement: 
Description: 

Legislation: 
Funding: 



Food and Nutrition Service, Department of Agriculture. 

Formula grants (also sale, exchange, or donation of 

property and goods) to assist States in making the school 

lunch program avai^ble to school children. 

National School Lunch Act of 1966. as amended; P.L. 

94-105, P.L. 95-166, P.L. 95-627. 

FY 1980 Appropriations: $734.7 m. 



7) Special Milk Program for Children 



Placement: 
Description: 



Legislation: 
Funding: 



Food and Nutrition Service, EJepartment of Agricultiwc. 
Formula grants to encourage the consumption of fluid 
milk by children of high school grades and under through 
reimbursement to eligible schools and institutions which 
inaugurate or expand milk distribution services. 
Child Nutrition Act of 1966. as amended; P.L. 95-166. 
FY 1980 Appropriations: $142.0 m. 



8) Summer Vood Service fcHT ChUdrai 



Placement: 
Description: 



Legislation: 
Fxmding: 



Food and Nutrition Service, E>epartment of Agriculture. 
Formula grants to States (also sale, exchange, or donation 
of property and goods) for maintaining and expanding 
nonprofit food service programs for children in service 
institutions and sunmier camps during the simmier 
months. 

Nati^al School Lunch Act of 1966, Section 13; as 
amended by P.L. 94-105, P.L. 95-166, P.L. 95-627. 
FY 1980 Appropriations: $88.8 m. 



9) Nutrition Studies; EUhicatioa and TYaining 



Placement: 
Description: 



Food and Nutrition Service, Etepartment of Agriculture. 
Formula grants to State educational agencies to provide 
for the nutrition-related training of educational and food 
service personnel, the food service management training 
of school food service personnel, and the conduct of 
nutrition education activities. 
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Legoslation: Child Nutrition Act of 1966, Section 19, as amended; P.L. 

95^166; ; - - - 

Funding: FY 1 980 Appropriations : $2 1 .7 m. 



10) State Administradve 



for Child NutritioD 



Placement: 
E»escription: 



Legislation: 
Funding: 



Food and Nutrition Service, Department of Agriculttu-e. 
Formula grants to provide State educational agencies with 
funds to cover administrative ex|>enses for supervising 
and giving technical assistance to local school districts 
and institutions in their conduct of child nutrition 
programs. 

Child Nutrition Act of 1966, Section 7, as amended; P.L. 
90-302, P.L. 91-248. RL. 95-166, P.L. 95-627. 
FY 1980 Appropriations: $34.87 m. 



11) Equipment Assistance for Sdiool Food Service Programs 

Placement: 
Description: 

Legislation: 
Funding: 



Food and Nutrition Ser\'ice, Department of Agriculture. 
Formula grants to enable States to supply schools in low- 
income areas with equipment for storing, preparing, 
transporting, and serving food to children. 
Child Nutrition Act of 1966 as amended; P.L. 95-166, 
P.L. 95-627. 

FY 1980 Appropriations: $20.0 m. 



12) Regional Commission Health and NiitritioD Demonstration 
Projects 



Placement: 
Description: 

Legislation: 

Funding: 



Coastal Plains, Four Comers, Qzarks, Upper Great Lakes, 
and Old West Regional Commissions. 

Project grants for planning, construction, equipment, and 
operation of multicounty demonstration health and nutri- 
tion projects. 

Public Works and Economic Development Act of 1965, 
Title V. Section 516, P.L. 89-136 as amended by P.L. 
94-185. 

FY 1980 Appropriations: $5.39 m. 



13) Conunnnity Food and Nntritioa 



Placement: 
Description: 



Legislation: 
Funding: 



Community Services Administration. 

Project grants, contracts, and training to supplement, 
extend, and broaden other food programs and to provide, 
on an emergency basis, food to low-income families or 
individuals. 

Economic Opportunity Act of 1964, Title 21, as amended; 
P.L. 95-568. 

1980 Appropriations: $27.0 m. 
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B. CHILD DEVELOPMENT AND EDUCATION PROGRAMS 



1) Head Start 

Placement: 

Description: 



Legislation: 
Funding: 



Administration for Children, Youth, and Families, Office 
of Human Development Services, Department of Health 
and Human Services. 

Project grants to provide comprehensive health, educa- 
Uonal, nutritional, social, and other services to children, 
primarily 3 years old to school age, and their famihes who 
are economically disadvantaged. Parental involvement is 
emphasized. 

Head Start Economic Opportunity and Co mmuni ty Part- 
nership Act of 1974; P.L. 93-644, Titie V, Part C, as 
amended. 

FY 1980 Appropriations: $735.0 m. 



2) Follow Througli 



Placement: 
Description: 



Le^lation: 
Funding: 



Office of Elementary and Secondary Education, Depart- 
ment of Education. 

Formula grants and project grants to sustain and augment 
in primary grades, the gains made by children of low- 
income famiUes in Head Start. Children receive special 
instruction, health, nutrition, and other services. Parental 
involveinent is stressed. 

Economic Opportunity Act of 1964, as amended by P.L. 
95-568, Economic Opportunity Amendments of 1978. 
FY 1980 Appropriations: $44.25 m. 



3) Educatkmally Deprived Children of Migrants 



Placement: 
Description: 



Legislation: 



Funding: 



i:>ivision of Migrant Education, Office of Elementary and 
Secondary Education, Department of Education- 
Formula grants to State educational agencies to expand 
and improve programs to meet the needs of migratory 
workers and fishermen. Programs include remedial in- 
struction, health, nutrition, psycholo^cal services, cultur- 
al development, and prevocational training. 
Elementary and Secondary Education Act of 1965 as 
amended; P.L. 89-10 and P.L. 89-750, as amended by 
P.L. 95-561. 

FY 1980 Appropriations: $245.0 m. 



4) Improvement In Local Educational Practice 

Placement: Office of Elementary and Secondary Education, Depart- 
ment of Education. 

Description: Formula grants to local educational agencies to unprove 

their educational practices, including health and nutrition 
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Legislation: 
Fimdiiig: 

5) Alcohol 

Placement: 

Description: 



Legislation: 
Funding: 



programs* Fifteen percent is set aside for children with 
special needs and handicapped children or those with 
learning' disabilities. 

Elementary and Secondary Education Act, Title IV, as 

amended by PX* 95-561. 

FY 1980 Appropriations: $146.0 m. 

Drug Abuse Education Program 

Office of Educational Research and Improvement, De- 
peutment of Education. 

Prefect grants used for developing problem-solving tech- 
niques to reduce alcohol and drug abuse. Designed to 
promote awareness and understanding of the problems 
and to treat causes rather than symptoms. 
Alcohol and I>rug Abuse Education Act; P.L. 95-336. 
FY 1980 Appropriations: $3.0 m. 



6> Etaug Abuse Education Programs 



Placement: 

Description: 

Legislation: 
Funding: 



Alcohol, Drug Abuse and Mental Health Administration, 
Public Health Service, Department of Health and Human 
Services. 

Project grants to collect, prepare, and disseminate infor- 
mation dealing with the use and abuse of drugs and the 
prevention of drug abuse. 

Drug Abuse Office and Treatment Act of 1972; P.L. 
92—255 as amended* 

FY 1980 Appropriations: (Combined with Community 
Programs). 



7) Cooperative Extenskm So^ioe 



Placement: 
Description: 
L^.gislation: 
Funding: 



Science and Education Administration, Department of 
Agriculture. 

Formula grants to States to provide educational programs 
including parent education and child development. 
Smith Lever Act as amended; Rural Development Act of 
1972; Food and Agricultural Act of 1977. 
FY 1980 Appropriations: $285.54 m. (Includes Expanded 
Food and Nutrition Education Program for low-rincome 
families, $51.81 m>. 



8) Appalachian Child Devetopmoit 



Placement: 
Description: 



Appalachian Regional Commission. 

Funds to create State and sub-State capabilities in 
planning child development programs in order to provide 
services to underserved areas throughout the region and 
to test innovative projects and programs. 
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Legislation: 
Funding: 



Appalachian Regional Development Act of 1965, Section 
202. as amended; P.L. 89-4. 

FY 1980 Expenditiires: $11-2 m. (Appropriations not 
earmarked for Child Development). 



C. SPECIAL SERVICES FOR HANDICAPPED CHILDREN 
1) Handicapped Prescbool and School Programs 



Placement: 

Description: 

Legislation: 

Fimding: 



Office of Special Education and Rehabilitative Services, 
Department of Education. 

Formula grants to States to assist in providing a free 
appropriate education to all handicapped children. 
Education of the Handicapped Act, Title VI, Part B as 
amended by P.L. 94-142, as amended by the Education 
Amendments of 1978. 

FY 1980 Appropriations: State Grant Programs, 5-18 yrs. 
old, $874.50 m.; Preschool Incentive Grants, $25.0 m. 



Handicapped Special Population, Early Childhood Education 
I^ogram 

Office of Special Education and Rehabilitative Services, 
Department of Education. 

Project grants to support experimental demonstration, 
outreach, and State implementation of preschool and 
early childhood projects for handicapped children and 
their parents from birth through 8 years of age. 
Education of the Handicapped Act, Title VI, Part C, as 
amended by PX. 95-49. 
FY 1980 Appropriations: $20.04 m. 



2) 



Placement: 
Description: 



Legislation 
Funding: 



3) Special 

Placement: 

Description: 



Legislation: 
Funding: 



Population Programs for the Severely Handicapped 

Office of Special Education and Rehabilitative Services, 
Department .of Education. 

Project grants and contracts to develop innovative ap- 
proaches to education, training, and services to severely 
handicapped children and youth in deinstitutionalized or 
integrated settings. ^ n t 

Education of the Handicapped Act, Title VI, Part C, P.L. 

91-230. 

FY 1980 Appropriations: $5.92 m. 



4) Handicapped Regional Resource Centers 



Placement: 
Description: 



Office of Special Education and Rehabilitative Services. 
Department of Education. 

Project grants to pay all or part of the cost of estabhshing 
or operating regional resource centers to provide advice 
and technical services to educators to improve the 
education of the handicapped. 
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Legislation: Education of the Handicapped Act, Title VI, Part C; P.L. 

91-230. 

Funding: FY 1980 Appropriations: $9.76 m. 

5) Handica{^>ed Media Services and Captioned Films 



Placement: 
Description: 



Legislation: 
Funding: 



Office of Special Education and Rehabilitative Services, 
£>epartment of Education. 

Project grants to provide for acquisition and distribution 
of media materials and equipment, for research into use of 
media, and for training of teachers, parents, and others in 
media utilization. A free loan Hbrary service of captioned 
films is maintained. 

Education of the Handicapped Act, Title VI. Part F; P.L. 

91-230. P.L. 94-142. 

FY 1980 Appropriations: $19.0 m. 



6> Handicapped Innovatioa and E>evelopnient 



Placement: 
Description: 
Legislation: 
Funding: 



Office of Special Education and Rehabilitative Services, 
Department of Education. 

Grants and contracts for model programs, research, and 
development activities. 

Education of the Handicapped Act, Title VI, Part E, as 

amended by P.L. 95-^9. 

FY 1980 Appropriations: $19.91 m. 



7) Handicapped Recruitment and Information 



Placement: 
£>esciiption: 



Legislation: 
Funding: 



Office of Special Education and Rehabilitative Services, 
Department of Education. 

Project grants and contracts to enable pubUc or private 
agencies or institutions to help parents and consumer 
groups provide information and referral services, to 
recruit potential teachers, and to encourage schools to 
respond to special needs of handicapped children. 
Education of the Handicapped Act, Tide VI, Part D, P.L. 
91-230. 

FY 1980 Appropriations: $1.0 m. 



8) Handicapped Special ^Sducation Personnel Devefopment 
Placement: 



Description: 



Office of Special Education and Rehabilitative Services, 
Department of Education. 
Project grants to improve the quality of and increase the 
supply of regular educators, physical education or recre- 
ation teachers, paraprofessionals, and other support per- 
sonnel to TPfftiitaiti handicapped children in an appropri- 
ate school setting. 
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Legislation: 
Funding: 



Education of the Handicapped Act, Part F, as amended 
by the Education Amendments of 1974 and 1976. 
FY 1980 Appropriations: $55.38 m. 



9) Edncatioo of the Handicapped Children in State-Operated or 
Supp<»ted ScbooSs 

Placement: Office of Special Education and Rehabilitative Services, 

II>epartment of Education. 

]>escription: Formula grants to States to extend and improve compre- 
hensive educational programs for handicapped children 
enrolled in State-operated or State-supported schools. 

Legislation: Elementary and Secondary Education Act of 1965 as 

amended by P.L. 89-313, P.L. 93-380, P.L. 94-142. 

Funding: FY 1980 Appropriations: $144.0 m. 

10) Centers and Services for Tbose with Developmental Disabilities 

Placement: Office of Human Development Services, E>epartment of 

Health and Human Services. 

Description: Project grants and formula grants to States to provide 

comprehensive services for persons with developmental 
disabilities, promote public awareness and provide infor- 
mation, improve quality and coordination of services, 
establish demonstration projects, and provide training for 
those working in developmental disability. 

Legislation: Mental Retardation Facilities and Community Mental 

Health Centers Construction Act of 1963; P.L. 88-164, as 
amended by P.L. 91-517, P.L. 94-103, P.L. 95-602, Title 
V. 

Funding: FY 1980 Appropriations: State Grants and Advocacy, 

$50.68 m.; Service Projiects, $4.76 m.; University Affili- 
ated FaciUties, $7.0 m. 



11) Centers and Services for Deaf-Blind ChUdren 

Placement: Office of Special Education and Rehabilitative SKervices, 

Department of Education. 

Description: Project grants and contracts to support the establishment 

of model single and multi-State centers to provide deaf- 
blind children with comprehensive diagnostic and evalu- 
ation services, education and orientation programs, and 
effective consultive programs for their parents and teach- 
ers. 

Legislation: Education of the Handicapped Act, Title VI, Part C. 
Funding : FY 1 980 Appropriations : $ 1 7. 1 2 m. 
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12) Vocational RehabilUatkm Services for Supplementa] Security 
Income Beneficiaries 



Placement: 
Description: 

Legislation: 
Funding: 



Office of Human Development Services, Department of 
Health and Human Services. 

Formula grants to States to provide necessary rehabilita- 
tive services to recipients of Supplemental Security In- 
come (SSI) to enable them to attain or return to gainful 
emplo^^ent. 

Social Security Amendments of 1972, Title XVI, Parts A 
and B; P.L. 92-603; P.L. 93-66, P.L. 93-233, RL. 93-368, 
P.L. 94-556, P.L. 94-569, and P.L, 94-585. 
FY 1980 Appropriations: $56.2 m. 



SOCIAL SERVICES 
1) Title XX 



Placement: 
Description: 



Legislation: 
Fundmg: 



Office of Program Coordination and Review, Office of 
Human Development Services, Department of Health and 
Human Services. 

Grants to States for health and health-related services 
such as family counseling and mental health services, 
services for developmentally and physically handicapped, 
prenatal services for parents, transportation, screening 
and diagnosis of children not eli^ble for Medicaid, family 
planning services, and day care for children. 
Social Security Act, Title XX. 
FY 1980 Appropriations: $2.7 b. 



2) Child Welfare Research and Demonstration Projects 



Placement: 



Description: 



Legislation: 
Funding: 



Children*s Bureau, Administration for Children, Youth, 
and Families, Office of Human Development Services, 
Department of Health and Human Services. 
Project grants and research contracts to provide support 
for research and demonstration in child and family 
development and welfare, including **Education for Par- 
enthood'' and comprehensive programs for pregnant 
teenage girls. 

Social Security Act, Title IV-B. 
FY 1980 Appropriations: $14.7 m. 



3) Child Abuse and Neglect Prevratlon and Tkeatment 



Placement: 



National Center for Child Abuse and Neglect, Office of 
Human Development Services, Department of Health and 
Human Services. 
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£>escription: 



Legislation: 
Fimding: 



Project grants and research contracts to provide technical 
assistance to public and private nonprofit agencies and 
organizations; demonstration programs and projects to 
establish and maintain centers providing parent and self 
help, identification^ and treatment of child abuse and to 
support research into the causes, prevention, and treat- 
ment of child abuse and neglect* 

Child Abuse Prevention and Treatment Act, Title I, as 

amended; PX. 93-247^ 

FY 1980 Appropriations: $22*93 m. 
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APPENDIX C 



DISSENTING A^WS 

Jblin l^cC^em, M.r>., Vice CZhairperson 
State Services for Crippled Children 
r:4Vniyeisity of Iowa 

; 1. 1^ dissents &om the Panel's recommendation that 

the majority of members on the proposed State Maternal and 
Child Healtii Councils be consumers, or nonhealth professionals. 
(Chapter 2: TiUe V.) 
2. Dtw MaicQueen also disagrees with the recommendation that the 
Title V formula grant to States be awarded as a single grant, with 
iimds for Materm Child Hi>alth and Cripped Children's 

services combined. (Chapter 2: Title Tr.) 

John Palmer, Fh.D. 

Assdsitant Secretary for Planning and Evaluation 
Department of H^th and Human Services 

1. I>r. I^lmer dissents from the Panel's recommendation regarding 
the formula by which Title V funds would be apportioned 
between Federal and State functions. In particular, he believes 
that because the proposed mechanisms for accountability are 
imtested and there traditionally is a reluctance to withhold 
formula grant funds from States, a significant portion of any new 
funds appropriated to Title V should be distributed as discretion- 
ary incentive grants to States. (Chapter 2: Title V.) 

2. Dr. Palmer also disagrees with die recommendation that the 
Bureau for Maternal and Child Health Servir^es be created by 
legislation, as he believes that such matters should be left to the 
discretion of the Secretary. (Chapter 2: Title V.) 

Charlotte Wil**^ 

Foundir* ..^xperson. Council on Maternal and Infant Health 
State of Georgia 

1. Mrs. Wilen, like E>r. MacQueen, dissents from the recommenda- 
tion that there be a majority of consumers on the proposed State 
Maternal and Child Health Advisory Councils. She believes the 
Health Systems Agencies are the appropriate vehicle for consuon- 
er input. In her view, the State councils should be comprised of 
members of various professions providing maternal and child 
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health care, assuring an equal number of public and private 
health care consumers to the number of physicians from the 
public, private, and academic health arenas. Members should 
also represent nutrition, social work, hospital administration, 
and education. (Chapter 2: Title V.) 

Mrs. Wilen objects to the Panel's statement that the Title V 
funding formula imfairly favors rural States over large industrial 
States, citing a recent survey conducted by the Alabama director 
of Maternal and Child Health which suggests that the costs of 
providing health care in rural areas are considerably higher than 
in urban su-eas. Accordingly, she objects to the recommendation 
that the formula be revised in order simply to reflect relative 
need among the States. (Chapter 2: Title V.) 
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